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ABSTRACT
UNDERSTANDING AND EXPECTATION IN EARLY INTERVENTION:
A QUALITATIVE STUDY
FEBRUARY 1992
DAVID M. HADDAD, B.A., FRAMINGHAM STATE COLLEGE
M.Ed., FITCHBURG STATE COLLEGE
Ed.D., UNIVERSITY OF MASSACHUSETTS
Directed by: Professor William J. Matthews, Ph.D.

The exchange of information between therapist and client has long been
understood as an essential part of any therapeutic relationship; however, the
perceptions of the client have often been overlooked in favor of the expert
position of the therapist. Over the past several years research in family therapy
has attempted to address this imbalance with methodologies that are grounded in
the epistemological assumption that there are multiple realities and, as a result,
considers the views of the client and therapist as equally valid. Spradley’s
Developmental Research Sequence (DRS), an open ended interview procedure
designed for ethnographic studies, was used to study the perceptions of both
client and therapist within the context of an Early Intervention Clinic. These
perceptions emerged from 19 interviews conducted with three therapeutic systems
that involved three families and three therapists.
The interviews revealed eight primary topics of discussion that provided
feedback to the therapeutic system in the form of identifying gaps of information
that may exist between client and therapist. The results of this study suggest that
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there are differences in expectation and understanding that exist between
members of the treatment system. Based on the result of this study, it was
concluded that both therapist and client need to understand any differences in
understanding and expectations that may exist within the therapeutic system. The
results are discussed in terms of gaps of information that, if unaddressed, can
inhibit the therapeutic process.
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CHAPTER 1
INTRODUCTION, RESEARCH OVERVIEW, AND PURPOSE OF STUDY

Introduction
Over the past several years, there has been a growing interest in constructivist
and cybernetic approaches in family therapy. This has led to a shift in the way
therapy is conducted, eg., therapy as conversation (Anderson & Goolishian, 1988),
the therapy of literary merit (White & Epson, 1988), and the reflecting team
(Andersen, 1987). Within the Early Intervention movement, this shift has been
referred to as ecological (Brofenbrenner, 1979; Harre, 1986; Rappaport, 1981,
1987; Dunst & Leet, 1987; Brazelton & Cramer, 1990). The thread that ties
these models together is their emphasis on understanding context and meaning.
The significance here is not on traditional psychological processes that stress
"objective reality" but rather on how an individual perceives the world in which
he/she lives.
In spite of this interest in constructivist and cybernetic approaches, there has
been no parallel development in research methods. The result is a mismatch
between the methods used in therapy and the methods used for evaluation (Steir,
1985).
For example, outcome research which is based on the notion of scientific
objectivity is incompatible with constructivist and cybernetic paradigms since it is
grounded in the assumption that the "truth" is somehow verifiable. When a
researcher accepts this perspective, they accept a phenomenological position and
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method for verifying and quantifying an objective reality. Steir (1985) argues that
proponents of quantitative methodologies "...assume the world is made up of
objective and independently existing rules and relationships that may be
uncovered by a non-interfering observer" (P.26). This perspective, at the heart of
traditional scientific research design, is currently being challenged by
post-positivist scholars who argue that the assumptions governing the positivist
view are flawed and suggest that what is taken to be reality is socially constructed
and held together by language.
Applied to the practice of family therapy, a constructivist or cybernetic
approach suggests that therapy is a collaborative exchange where new meaning is
generated in the dialogue that occurs between client and therapist. To
understand the process of therapy from this perspective requires an understanding
of a constructivist and cybernetic frame of reference.
A New Paradigm
Hoffman (1988) has referred to the constructivist view as a "new paradigm".
This perspective, guided by principles of cybernetics, allows researchers to
conceptualize problems within a larger system rather th$n within the individual.
This cybernetic view has evolved into a perspective that is often referred to as
"second order cybernetics" (Von Foerster, 1981) requiring both therapist and
researcher to consider themselves part of the problem being researched.
Qualitative methodologies are well suited to the task of researching constructivist
and cybernetic based therapies since qualitative methodology is grounded in the
assumption that there is no position from which an investigator can neutrally

2

observe any phenomenon. As a result, Family Therapy researchers are calling for
a change in how research is conducted (Andreozzi,1985; Griffith & Griffith, 1990;
Kaye; 1990; Kantor & Andreozzi, 1985; Steir, 1985).
This call for qualitative based studies is also heard within the Early
Intervention movement (Klaus & Gray, 1968; Clarke & Clarke, 1981). Advocates
of this view agree that identical early experiences may result in very different
outcomes for each individual according to the context in which the individual is
living. Like their colleagues in Family Therapy, Early Intervention professionals
who ascribe to this view maintain that the context includes "...the different
meanings ascribed to the experience by the participants, as well as those who
influence their development" (Woodhead, 1989 p.450). In spite of these
arguments, very little research has been available addressing the meaning family
members ascribe to Early Intervention.
Overview of Research
In an innovative research project, utilizing Spradley’s Developmental Research
Sequence (DRS), an interview procedure developed for ethnographic studies,
Kuehl (1987) examined the perceptions of clients following the termination of
Family Therapy. His research made it clear to both therapist and researcher
what families liked and disliked about therapy. For the therapist, it was
extremely useful to gain firsthand knowledge of those families who were satisfied
with treatment, as well as those who were dissatisfied and did not complete
treatment.
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He concluded that an ethnographic methodology would help therapists deliver a
higher quality service, and as a result, the family would have a more satisfying
experience.
Todd (1989) adding to the research begun by Kuehl (1987) utilized Spradley’s
DRS throughout the therapeutic process in order to gain information about the
direction therapy was taking. While the therapist searched for information that
would facilitate change within the family, the researcher searched for information
that could lead to a more cooperative relationship between the therapist and
his/her clients. He concluded that clients have certain beliefs and expectations
about therapy and, if they were not met, the client may end up feeling dissatisfied
or believe that they did not receive competent treatment.
The limitation of both the Kuehl (1987) and Todd (1989) research is that the
information gathered reflects only the families understanding. It does not reflect
the equally important perspective of the therapist. By including the views of both
the therapist and family in the same study, it is possible to generate a more
holistic description of the counseling experience which can lead to a better
understanding of how people change. The unique aspect of this study is that the
information obtained from both family and professional will be gathered and
utilized throughout the counseling process.
Early Intervention
The study that follows has been undertaken within an Early Intervention clinic.
It is important to clarify that the families involved are not participating in what
can be considered "traditional” Family Therapy; however, the impact of a child
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born with a disability, or developmental delay is a significant event that impacts
the entire family. The extent of this impact must be determined by the
intervention professional. As a result, the need to exchange information and
clarify expectations is equally important in Early Intervention as it is in traditional
Family Therapy.
Within Early Intervention, the recognition of the family’s importance in
treatment has taken a decidedly systemic turn with the passage of the
Handicapped Childrens Act, Public Law 99-457, in 1986. The law now requires
an Individual Family Service Plan (IFSP), replacing the Individualized Education
Plan (IEP). The IEP is a document that lists the strengths and requirements of
the special needs infant and develops long range goals and short term objectives
that will meet the identified needs. Although the parents participate in the
creation of the IEP, their needs were considered to be separate from that of the
child. The IFSP, in contrast, now mandates that service providers take family
needs into account. Among other items, the IFSP must contain a statement of
the family’s strengths and needs as well as a statement of the major outcomes
expected for both family and child. Reviewed every 6 months, the IFSP is
designed to keep the treatment on track.
With this in mind, the research that follows asks the questions, what are the
expectations of parents when they bring their child, determined to be at risk, to
an Early Intervention clinic? What is their understanding of the various services
provided and what role do they feel that they play? In addition, how does the
professional providing the service experience Early Intervention? What are their
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expectations? What is their understanding of what they do and, are their views
compatible with the families understanding? Will knowing the answers to these
questions make a difference in treatment?
Because of the importance of understanding both the client and professionals
perspective, the emphasis in this study will be on eliciting descriptions of the
Early Intervention experience and, by doing so, highlight the differences in how
families and professionals interpret the discourse and activities of Early
Intervention. This perspective is central to the constructivist and cybernetic
movements in Family Therapy (Andreozzi,1985; Kantor & Andreozzi, 1985; Steir,
1985). Similarly, within the Early Intervention field, it is becoming increasingly
clear to many that any attempt at understanding the parent-infant relationship
must include more than an understanding of the interaction itself. There must be
a qualitative understanding of what is communicated and how that
communication is experienced (Selligam & Darling, 1990; Zeanah &
Barton, 1989).
Purpose of this study
The purpose of this dissertation is to study the meaning ascribed, by client and
professional,^) actions and events within an Early Intervention clinic. An open
ended phenomonological interview procedure, Spradley’s Developmental
Research Sequence (DRS), will be utilized to gather descriptions from
participants. Including the descriptions of both client and professional can
provide a different understanding of how a client and professional’s perception of
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each other relates to the success or failure of the therapeutic experience
(Kuehl, 1987). The information gathered will be fed back into the treatment
system, in the form of written transcripts of each interview to members of the
therapeutic system. In this way it becomes possible for the system to make
adjustments based on the results of its past performance (Keeney, 1983).
In the chapter that follows, the philosophies on which the research is based,
constructivism, cybernetics and naturalistic inquiry will be presented. In addition,
the relevant literature from Family Therapy and Early Intervention will also be
reviewed.
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CHAPTER 2
CREATING A CONTEXT FOR UNDERSTANDING THE RESEARCH MODEL

Introduction
If, as argued by constructivist and cybernetic oriented critics, all observation is
theory laden, shaped by our presuppositions, an understanding of the assumptions
on which the present study is based is essential. In this chapter, ideas are
presented regarding the authors conceptualization of the study that follows.
Constructivism
The roots of constructivism in Family Therapy can be traced to the
philosophers Giambattisto Vico (1688-1744), and Immanuel Kant (1724-1804).
These early constructivists challenged the scientific assumptions that reality can
be fixed and can be directly observed, uninfluenced by the observer. This branch
of science, known as metaphysics, also attempts to address the separation
between mind and body. Many philosophers continue to question the validity of
this perspective (Langer, 1962) which, in the early twentieth century inhibited the
growth of constructivism.
Interest in constructivism surged forward with the work of Gregory Bateson
(1904-1908). He was the first to apply cybernetic theory to the social sciences
(Brockman, 1977). According to Hoffman (1988), the constructivist position holds
that we can never know what’s "out there" and, as a result, to truly understand the
world, we must understand ourselves and the context in which we exist, switching
from an "observed system" to an "observing system."
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Von Glaserfeld (1984) defines constructivism as an epistemological position
that views the relation between reality and knowledge from an evolutionary
perspective. Specifically, one’s experience of the world is constructed through the
process of trial and error. Therapists get a glimpse of the family’s world when
their constructions break down and the family comes for therapy. As a result,
Von Glaserfeld argues that it is impossible for the therapist to mirror or match
the family reality; instead the therapist can only construct a model that fits.
Lincoln and Guba (1985), in support of this view, assert that reality is in the mind
of the observer.
Constructivists emphasize the need to understand the active role individuals
play in creating a view of the world. Maturana (Efran & Lukens, 1985), points
out that language creates the illusion that we can somehow see the world as
something separate. DeShazer (1988) contends that since communication is an
interpersonal process, meaning must be understood as negotiable. If this is so,
then language can be viewed as a window from which to view the therapeutic
reality.
Keeney and Ross (1985) take this idea one step further suggesting that the
therapist who pays attention to the meaning behind communication (semantics)
and the observable action present during communication (politics), will create a
better therapeutic fit and, as a result, a more cooperative relationship will be
experienced. In order to facilitate this "good fit", an understanding of "second
order cybernetics" is useful.
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Second Order Cybernetics
Originally conceived by Norbert Weiner in 1948, cybernetics posits that an
observed system is assumed to be observed by an outside observer. This view has
been called "first order" cybernetics. Initially, the observer was not considered as
part of the discussion. When the observer is included in the discussion it
becomes the cybernetics of cybernetics or "second order", a perspective from
which the observer is considered part of what is being observed. The researcher,
theorist and therapist must all be understood as part of rather then apart from
the context in which they are involved (Kuehl, 1987). In the present study, the
researcher provides the treatment process with a cybernetic mechanism. The
information obtained during the research interviews is fed back into the treatment
system and, in this way, provides information for family and professional to learn
about itself and, as a result, develop the appropriate therapeutic context.
Naturalistic Inquiry
Naturalistic inquiry, often referred to as post-postivism, is concerned with
learning about a topic and establishing meaning inferentially (Harre, 1981).
Comparing the positivist and naturalistic paradigms, Lincoln and Guba (1985)
refute the basic assumptions on which the positivist paradigm is built. For
example, positivists contend there is a single reality that can be broken down and
examined by a non-interfering observer while within the naturalistic paradigm,
there are multiple realities and observer and observed are inseparable. Where
positivists assert that all actions are based on cause and effect relationships within
the naturalistic paradigm it is understood that there are mutual and simultaneous
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influences making it impossible to distinguish between cause and effect. The
implication of this challenge is significant, particularly in light of the positivist call
for a body of knowledge that is not bound by time and context. Within the
naturalistic paradigm, in contrast, there is a call for research that is ideographic
in nature utilized to describe individual cases with no generalization.
The strategy of qualitative research methods, utilized within a naturalistic
paradigm, grew out of several traditions, most directly from the ethnographic field
traditions of anthropology and sociology (Patton, 1989). In a more general way,
naturalistic inquiry is based on perspectives developed in phenomenology. Within
the phenomenological tradition, reality is understood as what an individual
imagines it to be so the focus of research is on how the world is experienced. As
a result, research is an attempt to understand the experience of others and the
meaning they make of that experience. This shift away from the positivist search
for facts to an interest in understanding the stories people tell is at the heart of
the post-positivist critique and the foundation on which the present study is built.
It is this critique that has motivated a growing number of Family Therapy
researchers to embrace a naturalistic research design.
Ethnographic Methodology and Family Therapy
If Family Therapy is understood as a collaborative dialogue where therapist
and client explore meaning attributed to experience, then research should be
concerned with meaning construction. For many researchers this means an
analysis of the discourse of therapy, the "text" produced during the therapy hour
(White & Epson, 1989; Kaye, 1990; Sarbin, 1986). From this perspective, Family
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Therapy begins to look a lot like anthropology, since in both fields there is an
attempt to understand and describe a social organization. In addition, both
produce texts that encode the perceptions of the researcher.
In spite of this concern for understanding how people experience their lives,
much of what is written and discussed about a clients understanding of the
experience of therapy comes from the perspective of the practitioner or
researcher (Kruger, 1985). While ethnographic approaches to the study of social
interaction are common in sociology and anthropology, their use in Family
Therapy was virtually non-existent prior to the work done by Kuehl in 1987.
Using an ethnographic methodology, Kuehl (1987) examined the perceptions
of clients following the terminations of therapy. He concluded that an
ethnographic methodology would help the therapist understand the family’s
experience and by doing so create a better fit between family and therapist.
Todd (1989) furthered this research utilized an ethnographic methodology
throughout the therapeutic process in order to gain information about the
direction therapy was taking. While the therapist searches for information that
would lead to change in the family, the researcher searches for information that
would lead to a more cooperative relationship between the therapist and his/her
clients. He concluded that families have certain beliefs and expectations about
therapy and, if they are not met, the client may end up feeling dissatisfied or
believe they did not receive competent services.
The limitation of both the Kuehl (1987) and Todd (1989) research is that they
information gained by the researcher reflected only the families understanding. It
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did not include the equally important information contained in the therapists
perspective. In this study, both the therapist and family views are included and,
as a result, the description of the Early Intervention experience is enriched.
Early Intervention in Context
While many professionals would agree that the birth of a developmentally
disabled child has an impact on the entire family, research in this area is a
relatively recent phenomenon (Seligman & Darling, 1990). The reluctance of
intervention professionals to embrace a more systemic view can be traced to the
origins of Early Intervention, specifically psychoanalytic theory. For example, in
the 1940’s Rene Spitz and Anna Freud were studying the behavior of children
who had been abandoned by their parents. The deprivation model, as it is
sometimes referred, remained strong into the 1960’s with a particular emphasis on
the intrapsychic aspects of the mother-child relationship (Mahler, 1975).
Some researchers, constrained by the deprivation model, expanded the lens
through which they viewed developing behavior. The observational or ethological
model, as it has come to be known, gained acceptance with Bowlby’s (1958)
classic paper, The Nature of the Child’s Tie to His Mother. Unlike earlier
theorists, he suggested that the bond between mother and child was not simply
maintained by the child’s needs for oral gratification and suggested that within
the child are "innate mechanisms" such as sucking, clinging, grasping and smiling
through which the infant intuitively interacts with the mother. D.W. Winnocott
added further support for Ethological research by insisting that the mother and
child be viewed together and conceptualized as a single unit.
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While there is little doubt that Ethological research represents a systemic step
forward in our understanding of parent-child interactions, the data is limited to
observable behavior. In addition to a bias towards the mother-child relationship,
the observations lack meaning other then what is inferred by the researcher.
Robert Hinde (1976), a leading figure in the Ethological research, reminds his
colleagues that observational data can be misleading since it neglects the
complexity and subjectivity inherent in any relationship. As a result of this and
similar critiques, parent-child interaction studies have in the last several years
been taking a broader systemic or ecological view, attempting to understand how
subjectivity shapes the interaction.
Expanding the Context
The Ecological model developed by Brofenbrenner (1979) adds another
dimension to Ethological studies by expanding our understanding of what must be
considered "context”. Earlier studies of childhood behavior were conducted in the
laboratory with traditional research methods controlling the many variables that
affect human behavior. Brofenbrenner argues that the emphasis on scientific
method limits the scope of the research. He contends that in order to understand
the developing child we must also understand the setting and the larger context in
which the child is embedded. Brofenbrenner’s notion of context led to changes in
conventional analytic research methods. His contention is that "...the principle
effects of Ecological research are to be found in the interaction itself* (1979,
p.38). As a result, he strongly advocated naturalistic methods of observation and
research.
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Richards and Light (1986), in support of this view, argue that "...the social
context is, at a variety of levels, intrinsic to the developmental process itself*
(p.l). This perspective has been described as Social Constructionism (Harre,
1986) . For the Social Constructionists, no social action can be understood in
isolation from the social context. Advocates of this view agree that identical early
experiences may result in very different outcomes for each individual according to
the cultural context which includes "...the different meanings ascribed to the
experience by the participants, as well as those who influence their development"
(Woodhead, 1988, p.450).
As a result of developments in Ecological and Ethological methods, there is a
recognition that the assessment of interaction behavior by itself does not capture
the meaning of behavior (Zeanah & Barton, 1989). For this reason, Early
Intervention research has begun to reflect a shift to studies of subjective
experience, specifically what an individual thinks about a relationship. This can
be seen in the subjective studies of: Parents and infants (Zeanah & Anders,
1987) ; the internal construction of relationships (Strouge & Fleeson, 1986); the
sense of self in the context of parent child relationships (Stern, 1985); and studies
of mother and infancy reciprocity (Brazelton, Koslowski & Main, 1974). The
limitation of these studies is that the research addresses only the subjective
experience of the parent-child dyad. There is virtually no research that takes into
account the equally important perceptions of the therapist along with those of the
client.
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Summary
In the past fifty years, research in Family Therapy and Early Intervention has
taken a broader systemic, cybernetic view in an attempt to understand the context
in which the individual is embedded. As research and understanding has evolved,
so too has the need to recognize how the therapeutic reality is constructed;
however, very little research is available that, consistent with the constructivist
and cybernetic paradigms, takes into account the equally important understanding
of both client and therapist. Open ended interview procedures, particularly those
created for ethnographic studies provide a context for assessing how the
therapeutic reality of Early Intervention is created.
The research that follows is conceptualized using ideas from constructivism,
cybernetics and naturalistic inquiry. The purpose of the study is to gain
information about the experience and understanding of those involved in Early
Intervention. The family as well as the intervention professional. Specifically, is
there a difference in expectation and understanding between family and therapist.
Spradley’s Developmental Research Procedure (DRS), an open ended
interview procedure, will be the primary research tool. The information obtained
by the researcher during interviews will be transcribed and copies given to
members of the treatment system.
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CHAPTER 3
METHODOLOGY

Introduction
The following section will include a description of the interview procedure
utilized in this study, the selection of participants, and the method of analysis
chosen. Since the author conceptualized the following study using constructivist
and cybernetic principles, it must be understood that the information generated is
not the "truth" but rather one of many "truths" that exist in a world of multiple
realities.
The Context
The families and professionals selected for this research project were engaged
in Early Intervention at a northeastern community mental health center. Services
at the center are provided regardless of ability to pay. The professionals in this
study are all employees of the Early Intervention clinic, a distinct entity within
the mental health center. Referrals to Early Intervention come from a variety of
sources including social workers, physicians,and self referrals.
Within the Early Intervention clinic, an interdisciplinary staff works with
parents to determine the child’s needs and create a treatment plan. The
professional staff is made up of social workers, nurses, occupational therapists,
speech and language therapist and child educators. Typically problems fall into a
few key areas: Problems associated with premature birth, nutritional problems,
vision/hearing problems, speech language delays, behavior concerns and medical
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problems. Since the focus of this study is in generating descriptions of Early
Intervention, diagnostic criteria were not part of the selection process.
The Informants
Participant families in this study were all residents of north central
Massachusetts. The study was based on an opportunistic sample. With this type
of selection procedure, the researcher is able to select whatever informants are
available and who may provide relevant information (Honigman, 1970; Locke,
Spirduso & Silverman, 1987). Since the purpose of this dissertation is in
generating descriptions of Early Intervention, opportunistic sampling was
determined to be appropriate.
The initial process of selecting participants began with the professional staff.
The researcher met with the Early Intervention staff on several occasions to
discuss the proposed study. After securing their willingness to participate, the
intervention staff discussed the research project with new family referrals, or
those that were relatively new to the clinic. When families indicated a willingness
to participate, the researcher then met with them in their home to further discuss
the project and any questions they may have had. A significant factor in selecting
participants was the logistics of coordinating the schedules of those involved.
Since the purpose of this study was in generating descriptions of Early
Intervention, the child’s diagnosis was not used as a selection criteria.
The informants for this study consisted of three therapeutic systems, i.e., 3
families and 3 clinicians. This resulted in a total of 19 interviews, ranging from 3
to 4 interviews per system. This breaks down to one system interviewed four
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times, two systems interviewed three times. Since the nature of Early
Intervention work often means involvement with families over several years
(typically 0-3), for the purposes of this study the interviews were limited to a
three month period. Specifically, the researcher first interviewed the family and
then the intervention professional early in their involvement. Subsequent
interviews were spaced approximately one month apart.
Following each interview, a verbatim transcript was given to the absent
member of the therapeutic system. For example, after interviewing a family, a
transcript of their interview was given to the Early Intervention professional. The
next step was to interview the professional, giving a copy of that interview to the
family. This process continued throughout the study following each interview.
The informants in this study were all white and middle class.
The Interview and Method of Analysis
The professionals who participated in this study were drawn from all
professional members of the intervention clinic. The researcher met with them as
a group to determine their willingness to participate in this study. Subsequent
meetings with professionals were conducted at the intervention clinic. Families
were contacted by phone and interviews were conducted in their homes in order
to insure participation by both parents. As a result, most family interviews were
conducted in the evening. All the interviews were audiotaped and transcribed
into hard text for analysis. All informants signed an informed consent form.
Interviews ranged from 30 to 90 minutes.
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Every interview began with an explanation of the research in general and
more specifically the project itself. The explanation and explicit purpose are
repeated at the beginning of each interview in order to translate the goal of
research into terms the informant will understand. According to Spradley (1979),
this process facilitates the informants becoming more comfortable with their role
as experts and teachers to the researcher. With this in mind, the questions that
follow are designed to assist the researcher in discerning how informants differ in
terms of their expectation and understanding of Early Intervention.
Spradley’s developmental research sequence (DRS) guided the interview
procedure as well as the secondary analysis. The primary method of analysis,
presented in chapter six, will focus on the themes generated by the informants
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regarding their understanding and expectation of Early Intervention. Specifically,
are there differences in understanding and expectation that exist between family
and professional?
Constructing the Interview.

The interview is organized around the goal of

attempting to learn the meanings people use to organize their behavior and
experience. Essentially, open-ended questions were used to elicit an initial
description of Early Intervention.
The initial questions, general in nature, were developed following Spradley’s
(1979) format as well as the questions developed by Kuehl (1987) and Todd
(1989). For example, instead of asking informants what they thought of Early
Intervention, a less structured question such as, "If you were talking to a friend,
how would you describe what you do with Early Intervention", or for the
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professional, "How would you describe what it is you do at Early Intervention to a
friend?" creates a context where the informant establishes the direction of the
interview by discussing what is relevant to their experience.
These intial descriptions would then be expanded upon by the researcher
asking additional questions. This cycle of questioning would continue for each
topic of discussion until there was nothing left to say, or until the informant
moved to another topic. These topics may be discussed again later in the
interview or in a subsequent interview if further clarification was needed.
Domain Analysis. Spradley (1979) defines a domain as an informant
expressed relationship between a folk catergory designated by a cover term and
any number of other catergories included under the cover term. A domain is
made up of three elements, cover terms, included terms and a single semantic
relationship.
Following the first interview, the researcher transcribes the interview into hard
text which is then read. At this preliminary stage the researcher is essentially
stating a hypothesis about possible domains, or names of things" based on an
initial reading of the text. In this study for example, one mother used the terms
"playing games," "exercising," "clapping hands," "feeling differnt things," and
"developing muscles" when describing how the intervention professional evaluates
her son. In this context, "evaluation" is hypothesized to be a cover term and the
various activities expressed by the informant would tentatively be considered
included terms.
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At this point, the researcher makes a preliminary list of hypothesized domains
and formulate questions that are designed to confirm or disconfirm an emerging
hypothesis.
The third element of a domain, the semantic relationship, is a term used when
two folk categories are linked together. While the possibilities may seem
overwhelming, Spradley (1979) suggests the beginning researcher focus on what
he identifies as "universal semantic relationships". Specifically, "strict inclusion" or
X is a kind of Y and "means end" X is a way to do Y. In the example cited
above, the semantic relationship is "means-end", i.e., the terms "playing games"
etc., were all considered by the informant as a way to do an evaluation, X is a
way to do Y.
In this way, segements of the interview were organized according to domains.
Once the researcher identifies a possible domain, the second and third interviews
provide an opportunity to confirm or disconfirm it with the informant. This is
done by asking a variety of question that are designed to expand or clarify a topic
of discussion. The domains identified in this study were selected if they were
discussed often enough by participants or if the content sounded like relevant
information, i.e., indicated a gap in expectation or understanding between family
and professional.
Although an ethnographic methodology is utilized in this study, this study
should not be seen as an ethnography. The ethnographic methodology designed
by Spradley offers direction for the interview as well as the analysis. Rather then
focus on cultural issues per se, the content of traditional ethnographic studies, this
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dissertation looks at the information gained from conducting interviews in this
way. The reliability of this type of study as well as the analysis itself will be the
subject of the next chapter.
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CHAPTER 4
TRUSTWORTHINESS

Introduction
In this dissertation it has been argued that a constructivist and cybernetic
based theory is more consistent with a naturalistic paradigm. If we accept that
the assumptions on which this paradigm are built differ in a fundamental way
from traditional scientific inquiry then we must also assume that positivist
methods for establishing the internal validity, external validity, reliability and
objectivity are inappropriate for studies that are grounded within a naturalistic
paradigm. In this section the author will discuss the criteria used to insure
trustworthiness; credibility, transferability, dependability and confirmability.
Credibility
Within the naturalistic paradigm, credibility, like internal validity within a
positivist paradigm, is required to establish confidence in the findings of a
particular inquiry.
In this dissertation the researcher was engaged in the research process for a
period of 6 months, three of which involved the actual interviews. During this
period participant families were selected based primarily on their willingness to
particpate and the logistics of scheduling. Interviews were conducted in the
homes of family informants, over coffee in the kitchen, in the living room, where
ever they were most comfortable. Being in the homes of families enhanced the
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message that the author was there to learn from them, rather then to evaluate
them. In their homes, families established the tenor of our meetings.
For the professional informants, the contacts were more frequent. During the
initial 3 month period, the researcher attended weekly staff meetings, to discuss
any questions they had about the interviews and research.
For both the family and professional informants, the 6 month period of
engagement provided an opportunity to build trust. Spradley’s DRS methodology
is well suited to this task since it builds, in a developmental fashion, a context for
understanding. This period of engagement provides the researcher with a picture
of the multiple factors that shape the phenomenon being studied.
According to Lincoln and Guba (1985) "...if prolonged engagement provides
scope, persistent observations provides depth" (p.304). During the engagement
period, the researcher had repeated opportunities to sort out what is and is not
relevant. In this way the subject under investigation is enriched. Spradley’s
interview methodology requires both prolonged engagement and persistent
observations. In this dissertation the research sequence begins with the
researcher eliciting a general description of Early Intervention.

As the

interviews continue, the information becomes more specific, idiosyncratic to each
informant. In this was the researcher is able to rule out certain information and
focus on what is considered more important.
Peer debriefing, a process of presenting one’s work to a disinterested peer,
was utilized throughout this dissertation. The author regularly met with and
discussed the research with a colleague who was familiar with constructivist and
cybernetic approaches in Family Therapy. The debriefer listened to or read the
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transcripts of interviews, and, as a result, the conversations that followed,
provided the author with a format for evaluating emerging ideas and concepts.
Finally, throughout the interview process, informants were, through the process
of questioning, exposed to the author’s emerging understanding. Spradley’s
research sequence is well suited to this task since it ideally begins with the
researcher taking a position of "not knowing." The research sequence is firmly
rooted in the belief that the informants are the experts and the researcher learns
from them. As a result, the research sequence evolves from the descriptions
offered by the informants and is concluded when there is agreement that the
researchers understanding is consistent with the informants. In addition,
providing members of the therapeutic system with transcripts of interviews, the
system comes to know itself, and has an opportunity to make any adjustments
that may be necessary. Finally, following completion of domain analysis, the
subject of the next chapter, informants were provided with a copy to read and
respond to. This process, often referred to as a "member check" provides a
context for the therapeutic system to learn about itself. As a result, creating a
description of the process of Early Intervention becomes a cooperative venture.
Transferability
Transferability is the qualitative answer to external validity and
generalizability. Essentially the criteria of transferability addresses the question
of how one determines whether or not the findings of a study have any
applicability in other contexts or subject areas. The use of ethnographic
interviewing procedures, specifically Spradley’s Developmental Research
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Sequence has proven to be an effective tool in eliciting descriptions of the
therapy process (Kuehl, 1987; Todd, 1989). However, the more general use of
open ended interview procedures has been well documented and applied in many
diverse settings (Greene, 1991; Seidman, 1991). The use of interviewing as a
method of research represents a clear epistemological distinction that separates
quantitative and qualitative research. These distinctions, discussed earlier in this
dissertation, are based on certain assumptions about the nature of reality.
At the heart of interviewing as a research methodology is the emphasis on the
meaning of the interchange and the development of ideas, the stories people tell.
Seidman (1991) reminds us that recounting narratives of experience has been the
way humans have made sense of their experience throughout recorded history.
But, is story telling science? Reason (1981), in response says:
"The best stories are those which stir people’s hearts, and souls and by doing
so give them new insight into themselves, their problems and the
human condition. The challenge is to develop a human science that can more
fully serve this aim. The question then, is not, "is story telling science" but
Can science learn to tell good stories?" (p.50).
Researchers in anthropology and sociology have understood this and have used
interviewing methods for years. It is only within the last several years that these
ideas have filtered into Family Therapy research leading to the development of
new therapy and research methodologies. These new methodologies emphasize
the need for greater self reflection by the researcher as well as the subject. In
this way, the rights of all members of the therapeutic system to express their own
point of view is maintained and becomes the central focus in any attempts to
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understand the evolution of meaning in therapy (Fialkov & Haddad, 1991;
Griffith & Griffith, 1990; Tysdale, 1990).
The transferability of this study is based on the assumption that the best way
to increase understanding is to generate as many descriptions/stories as possible.
In a world of multiple meanings, Rorty (1987) argues that "...the best way to find
ouk what to believe is to listen to as many suggestions and arguments as you can"

(P-46).
Dependability and Confirmability
Many of the same techniques used to insure credibility are also meant to
insure dependability and confirmability. For example, the peer debriefer, through
the process of reviewing text and the decisions made by the researcher can be
thought of as performing an inquiry audit. Lincoln and Guba (1987) argue that
the auditor task is to examine the process of inquiry taken by the researcher. In
this case, the debriefer had access to all the various stages of data as it evolved in
this study, and, as a result, provides the researcher with a context to evaluate
emerging concepts. In addition, the process of providing transcripts of interviews
to informants, the members check, offers an additional tool for insuring that
interpretations made by the researcher are familiar and consistent with the
informants.
Summary
In this chapter, the author has discussed the criteria used to establish the
trustworthiness of this dissertation; however, who is responsible for establishing
trustworthiness is the matter of some debate (Atkinson, Heath & Chenail, 1991;
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Cavell & Snyder, 1991; Mood, Dillon & Sprenkle, 1991). On one side, Atkinson,
Heath & Chenail (1991) argue that establishing the trustworthiness of findings is
not the role of social science researchers. They contend that this responsibility is
the task of consumers of research. Once relieved of this responsibility, the goals
of qualitative research would be to "...simply create novel observational
experiences from which new views of the social world could emerge” (p.163). The
other side of this debate insists that it would be unethical for Family Therapy
researchers to give up the responsibility of trustworthiness to consumers. Moon,
Dillon & Sprenkle (1991) contend that systemic methods can enhance qualitative
research and urge researchers to discuss all aspects of their studies in an effort to
give the reader sufficient information to understand and interpret the study.
Wherever one stands on this debate, it is clear that the assumptions on which
qualitative research is based are different then traditional scientific inquiry.
Establishing the trustworthiness of a qualitative study requires different methods,
some of which have been discussed in this chapter. Yet, no amount of discussion
can make this study completely trustworthy.
Lincoln and Guba (1985) call our attention to the fact that the naturalistic
criteria for trustworthiness is open ended and can never satisfied.

As a result,

the author of this dissertation has attempted to make available to the reader
sufficient information to understand the methodology used and the conclusions
drawn in the course of this study.

This process will continue in the next chapter.
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CHAPTER 5
RESULTS

Topics of Discussion
In this section, the topics of discussion that emerged from the interviews are
broken down into domains which are based on a specific semantic relationship
between a cover term and included terms. The format for presenting the results
is based on Spradley’s (1979) methodology, and, as a result, may distract the
reader from the fact that the information emerged from the stories told by
informants. In an effort to compensate for this distraction, each domain or
catergory of information will be preceded with a brief vignette. This will
hopefully provide the reader with sense of the stories and overall range of
descriptions that the informants used when discussing the various topics. The
reader interested in the actual interviews is directed to the Appendix in which
excerpts from the various interviews are presented. The transcripts are furnished
in order to provide the reader with a context for evaluating the results.
Eight topics of discussion emerged from the 19 interviews. They are (1)
understanding of Early Intervention, (2) describing what an Early Intervention
professional does (3) expectation of mother’s role, (4) expectation of fathers role,
(5) stages associated with adjusting to child’s diagnosis (6) what parents do with
stress (7) understanding of IFSP, (8) impact of my asking you these questions.
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In the section that follows, the topics of discussion are presented following the
methodology outlined by Spradley (1979) and discussed in the methods section of
this dissertation. The responses are presented verbatim with only minimal
editing.
Expectation of Early Intervention
Mr. and Mrs. A had never heard of Early Intervention prior to the birth of
their second child. A prolapsed uterus led to complications, preventing the baby
from getting sufficient oxygen. Immediately after the birth, Mrs. A recalls the
relaxed mood of the delivery room changed to serious concern. The baby wasn’t
breathing properly. Mr. A was in the waiting room when he was told of the
complications. Both parents talked of feeling numb and confused. What would
this all mean? Would their baby die? It was in this context that the couple was
first introduced to Early Intervention.
Semantic Relationship: X is a kind of expectation.
Included terms/phrases for mothers: To motivate my child to walk or move;
to challenge emotionally and physically; to provide opportunity for growth; to
help make transition into school; to involve entire family; to teach child skills that
will bring him to age level; to get him (child) to know himself; a place where I
will learn how to help my child; to help my child reach his potential, whatever
that is.
Included terms/phrases for fathers: To help parents; to provide information
for parents; to help us understand; a referral source; to get child ready to go into
public school; to answer questions; having no idea; tracking the progress of child;
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to help families uncover and release some of the frustration; to teach child skills
to bring him to age level.
Included terms/phrases for professionals: To assess child’s status and needs
and provide the family with as many suggestions as possible to help child with
development; to assess child and provide family with information such that they
(family) will have a good understanding of what kind of services they will need
when they finish with us (El); to support family; to focus on child’s sensory needs
to help him or her achieve their developmental potential.
Elaboration: All of the family informants i.e., mother and fathers, had little
idea about what to expect from Early Intervention prior to their involvement. All
of the families began their involvement with Early Intervention suddenly, after
their child was identified as being at risk. Within the context of Early
Intervention, assessment and treatment often occurred between 9am and 5pm,
limiting the participation of most of the fathers interviewed. The exception to
this is the informational sessions that parents participate in at the onset of
treatment. After this initial meeting, parents involved in this study rarely met
with intervention professional together. Generally this led to different
expectations, with mothers describing their expectations more generally i.e., "to
provide opportunity for growth" or "to challenge him emotionally and physically"
and the fathers expressing more specific expectations i.e., "to help with
understanding" or "to provide information to parents." All of the professional
informants used more general terms in describing their expectations, i.e. "to help
child reach full potential" or " help reach developmental potential." This
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understanding reflects the stated goals of the Early Intervention program with
certain exceptions that are based on the disciplines of those professionals
involved. For all informants, the initial phases of involvement were significant in
their construction of their expectation of Early Intervention.
Semantic relationship: X is a cause of Expectation.
Included terms/phrases for mothers: I learned from my doctor; I read the
literature they gave me; from our initial meeting; I have always had some idea; I
know what a teacher does; I’m not really sure.
Included terms /phrases for fathers: From the literature; from my wife; from
the doctor; I’m not sure; that’s what they told us at the meetings.
Included terms/phrases for professionals: The clinic mandate; my job
description; my training; years of experience.
Elaboration: Prior to the birth of a child parents have little reason to be
exposed to Early Intervention; however, they have often been exposed to the
various disciplines involved. This can be the source of some confusion for
parents. The Early Intervention team is comprised of several disciplines and
often parents seemed unaware of the distinctions between the roles of the
different professions. This may contribute to a phenomenon known as
professional dominance, which is the likelihood of parents to defer to the
professional. Freidson (1970) suggests that professional dominance often includes
elements of paternalism and control and parents end up feeling that the
professional knows best. Since parents are often in a confused state after the
birth or after learning of their child’s diagnosis, they are more likely to rely on
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and defer to professional opinion. This deference must be understood as playing
a significant part in the direction and quality of the therapeutic relationship.
The role of Early Intervention professional
Exactly what does an intervention professional do? For Mr. and Mrs. G, the
answer to this question was the source of some frustration. For this couple, the
business of Early Intervention occurred between 9am and 5pm. Since Mr. G
worked, this meant that he relied on Mrs. G to communicate relevant
information. While the "facts" were clearly communicated, his feelings about the
facts were rarely discussed. This type of arrangement failed to take into
consideration the impact of Mrs. G’s relationship with the intervention
professional, or the very different needs of each parent. From this perspective,
understanding is an individual issue that must be addressed.
Semantic Relationship: X is a kind of understanding.
Included terms/phrases for mothers: To help us to know how to get child to
reach full potential; to teach us how to motivate; a counselor; baby’s therapist; a
friend; physical therapist; plays with my son; coordinates treatment; shows me
how to do things with my child; she’s there for child, not for me; to help with
what she identifies as child’s needs.
Included terms/phrases for fathers: Has little idea what professional does; has
a vague understanding of how actions of professional are connected to child’s
development; goes through a series of exercises; provides us with information.
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Included terms/phrases for professionals: To model certain behaviors; to
encourage child to stand and play; to support the family; to give them (family)
enough information so they can take over; to model skills for parents; to focus on
the child.
Elaboration: The understanding of the role of the Early Intervention
professional differed between mothers and fathers. Generally, the mothers had
specific skills and behaviors in mind while the fathers understanding tended to be
somewhat vague or more general. The descriptions generated by the
professionals tended to be similar to those expressed by mothers.
Frequently fathers, having less contact with Early Intervention professionals,
were expecting some direction or answers to questions related to their child’s
future. Often these fathers did not know how to get their concerns addressed.
Their concerns were frequently connected to what they could expect for their
child’s future i.e., independence, financial needs. Mothers, having more contact
with professionals seemed to hold similar views as those of the professionals they
had contact with. Their ongoing contact seemed to provided them with an
opportunity to connect the behavior of the therapist with the needs of the child.
This understanding could also be described as an alliance between mother and
professional, often contributing to a sense of frustration between parents.
Professionals seemed to understand their roles based on their training as a
teacher, or nurse, or physical therapist. Their descriptions were frequently
offered in general terms i.e., "to model behavior" or "to support the family."
Their understanding was grounded in an attempt to maintain a professional
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perspective on what Early Intervention could and could not do. This professional
role is also discussed as universalistic (Seligman & Darling, 1990) referring to the
expectation that the professional be fair and treat all children and families the
same. The reality is that many parents discover that disabled children are not
treated the same as non disabled children.
An additional factor affecting the professional position is the expectation that
the professional is expected to be neutral. Within this program, the frequency of
contacts between professionals and mothers led to a very strong bond. While this
bond filled a need for the mothers, it was generally not available to fathers.
Again the result was that fathers generally were more unsure about the role of
the intervention professional which in turn left them feeling somewhat alienated
from the professional and the process of Early Intervention. This was a
significant area of frustration for one father in this study.
Understanding of mothers role
Unlike the other families in this study, Mr. and Mrs. S, owned their own
business and worked out of their home. Even though both parents were at home,
it was Mrs. S, who had the primary relationship with the intervention worker.
Her role, similar to the other mothers in this study, was not questioned. As a
result, the system had no method to discuss the impact of their understanding.
Mr. S, puts this issue in context when he says "I usually leave it up to her (Mrs.
S.) and then I fill in as much as I can."
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Semantic Relationship: X is a kind of expectation.
Included terms/phrases for mothers: To learn what I can from intervention
professional; to communicate information to my husband; I am the primary
person and my husband is the support person; translator; my job is to keep the
other children away so the intervention person can work with my child.
Included terms/phrases for fathers: Having no idea what role is; to
communicate information back to me; she is the primary caretaker; to make sure
he (child) get to all his meetings.
Included terms/phrases for professionals: To carry through with what I do
during my visits; to communicate information to fathers; to cue into child’s needs;
mother is the primary person and she passes information on to father; to
communicate information to father so they can change the way they verbally
interact with child so the child can learn better language.
Elaboration: Generally the development of expectations in Early Intervention
is the result of a variety of factors beginning with the meanings conveyed and
received during the initial informational session and subsequently shaped by home
and clinic visits, often with father absent. Since these roles were never discussed
directly this understanding was generally inferred. For those couples who were
experiencing stress, the lack of clarity in role expectations contributed to the
frustration.
Professional informants generally expected the mother to be the primary
contact person. While this was a commonly held belief, professionals generally
did not make a clear distinction between father and mothers role. This may be a
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reflection of a trend in our understanding of child development. Since the 1950’s,
mothers have been the most studied member of the family after the child.
Perhaps this continues today because of the greater accessibility that the
professional has with the mother, but it may also contribute to long held gender
stereotypes.
Understanding of fathers role
Similar to mothers, the role of fathers in this study appears entwined with the
context and individual perceptions of those involved in treatment system. When
the G family’s intervention worker was asked to comment on her understanding
of Mr. G’s role and subsequent expectations she may have, she responded "I
guess it doesn’t matter, I always assume that it (information) does get passed on."
Mr. G had no sense of this assumption. In fact, when asked what he thought
Fran (El professional) understood as his role, he responded " I have no idea."
When one considers the emotional impact of a developmentally delayed child on
a family, the importance of Mr. G feeling connected with the intervention
professional is essential.
Semantic relationship: X is a kind of expectation.
Included terms/phrases for mothers: He helps out as much as he can; he is
the wage earner; he is my primary support.
Included terms/phrases for fathers: I’m not sure what my role is; to make
sure that my son gets what he needs; to make sure I get information from my
wife; to help with the exercises.
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Included terms/phrases for professionals: The wage earner; he supports
mother; I don’t have any; to support the work I’m doing with their child. To ask
questions if he has any concerns.
Elaboration: All of the fathers in this study defined their roles as supportive
of mothers as the primary caretaker. For some of the informants this reflects a
distribution of role responsibilities that both partners were comfortable with,
while for others, it was the source of frustration. One father in particular, was
confused and angry with the intervention professional because she did not share
what she was doing with him. He expected that she would simply explain as she
went along. For the father this would have been a way for him to become more
involved. The professional on the other side of this interaction often described
this father as distant and had no sense of his concerns and, as a result, waited for
him to ask questions.
All of the mothers in this study were the primary caretakers. While they
understood this as a pragmatic issue, the lack of a clearly defined role for the
father was the source of much frustration for mothers. The birth of a disabled
child produces greater stress on a necessary adjustment period in the family’s
developmental history. All couples must address this issue and this has been well
studied phenomenon in family developmental literature. In this study this period
of adjustment seemed to be, at the very least, constrained by the disability of
their child. Many parents talked about their difficulty in adjusting to their child’s
diagnosis and implied or stated that there were stages they were going through.
While couples generally agreed on the idea that couples go through stages of
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acceptance, they rarely discussed the process together. And, while professionals
also recognized this stage process, it was not an issue that was addressed in any
ongoing way. For some of the families in this study, this created distance
between couples and tended to reinforce the dynamics in the therapeutic
relationship, specifically the triangle where professional and mothers were aligned
while fathers were more distant and peripheral.
Stages associated with adjustment to child’s diagnosis
Mr and Mrs. A talked of not being angry at first, they were more worried
about whether or not their child would live. Once this fear passed the couple
began to notice that their baby was not doing the things that babies should do.
"At first she was just a newborn so it was ok that she just lay there, but now that
she is getting older, I get worried and frustrated and start thinking, it didn’t have
to happen, it shouldn’t have happened."
Semantic relationship: X is a stage parents go through.
Included terms/phrases for mothers: Your first thought is the baby; I was just
happy the baby was alive; you first ask a lot of why’s; I was first confused and
then I got angry; Its hard at first and then you get down to business.
Included terms/phrases for fathers: At first you feel numb; your overwhelmed
with feelings then it starts getting better; once you get over the initial shock, you
start figuring out what to do; I was confused and scared and then I got angry
when I realized it was going to be a long haul; your confused and then you want
answers; at first you just try to survive you don’t analyze anything.
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Included terms/phrases for professionals: At first they’re confused and look
for answers; they get hit with so much information at first, they’re just trying to
make sense of it all; when the problem is not readily visible, many parents first
deny any problem.
Elaboration: All of the family informants talked about their experience of
going through stages in their adjustment to their child’s disability. In spite of
couples clearly describing a sense of moving through stages, couples in this study
rarely discussed the experience. The result was that individuals often felt alone
with their feelings. This was often motivated by a desire not to burden the other
parent.
For mothers, the initial stage of adjustment seemed to be associated with the
immediate needs of caring for the child i.e., feeding, holding, challenging, etc.
One mother described her initial reaction as one of self blame; that somehow she
must have failed. Fathers often talked about the initial shock and their inability
to "solve” a problem. Since mothers were the primary caretakers in this study,
father’s concerns were more often associated with whether or not their child
would ever be independent and what this could mean to the family’s financial
future.
The professional informants all readily agreed that families go through stages
of acceptance; however, this did not seem to be a significant factor in treatment
delivery and, while there was an agreement that fathers and mothers have
different needs and problems associated with their child’s disability, there was no
distinction made between fathers and mothers.
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What parents do with feelings
While there was little disagreement amoving informants that parents
experience a variety of feeling following the birth of a developmentally disabled
child, there was some confusion about what place feelings have in Early
Intervention. Mrs. A assumed that Early Intervention was not the place for her
personal feelings. " I try to concentrate on J (daughter) and skip over me. I
don’t feel that she is here for me, she is here for J (daughter). I don’t want her
to think that she has to be my psychiatrist as well as J (daughter) therapist.” Mrs.
G’s understanding did not come from the intervention professional. Instead this
was something she interpreted.
Semantic relationship: X is a kind of understanding.
Included terms/phrases for mothers: I kind of hold my feelings in; I try to
concentrate on my child; I don’t want her (intervention professional) to feel that
she is my psychiatrist; I run them by my friends; I think talking about feelings
with her is very important; I talk to my husband; my family is sometimes
supportive.
Included terms/phrases for fathers: I keep them to myself; it (Early
Intervention) is for my child not for parents; we seek professional help if we need
it; I thought Early Intervention was a family service but I found out it was not;
my wife knows how I feel.
Included terms/phrases for professionals: Dealing with feelings is part of my
role: I don’t consider myself a professional counselor but this has always been
part of a nurses role; It’s an important part of adjusting.
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Elaboration: The family informants in this study essentially fell into two
groups. On one side there was the belief that Early Intervention was not the
place for parents to discuss or deal with their feelings associated with their child’s
disability. On the other side, while there was a sense that dealing with your
feelings in Early Intervention was important, informants generally waited for the
intervention professional to identify the problem rather then ask for the help
directly.
Frequently, for the mothers in this study, their relationship with the
intervention professional provided an opportunity for dealing with feelings in an
indirect way. While the mothers in this study generally did not view Early
Intervention as a place to deal with their own "personal" feelings, they all felt
comfortable talking about feelings that seems to stand in the way of their
effectiveness as caretakers. This was a significant source of support for the
mothers.
The fathers, in contrast, did not have this kind of relationship with the
intervention worker, so they often felt they needed to keep their feelings to
themselves which seemed to perpetuate their frustration.
The Individualized Family Service Plan (IFSP)
The IFSP represents a systemic change within the Early Intervention
movement. Essentially, the IFSP represents an attempt to take into account the
needs of the entire family. As a result, it is designed to be completed by all
family members and a fundamental principle on which treatment is based. The
responses of informants suggests that, like other catergories of information.
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understanding of the IFSP is shaped by the ongoing contacts of those involved in
treatment. Ideally, the IFSP would be created by the family; however, the reality
was sometimes different. When the S family intervention worker was asked how
she knows the IFSP is discussed by the couple togther she replied "we don’t, but
since fathers are generally less involved the IFSP is left with the mother and she
passes it on to the father. She communicates to us his ideas."
Semantic Relationship: X is a kind of understanding.
Included terms/phrases for mothers: Having a vague idea what IFSP is; an
agreement between Early Intervention and family about what steps we should
take; specific goals.
Included terms/phrases for fathers: Having no idea what IFSP is; I’m not sure
how to describe it; Its required by the state; something Early Intervention does
with us.
Included terms/phrases for professionals: It’s a document that helps parents
to think about resources and expectations; It’s a way to measure progress; goals
created by family with strategies and resources needed to reach these goals; IFSP
helps family and therapist to track and measure progress.
Elaboration: There was a wide range of responses regarding the IFSP. For
example, the responses for the mothers in this study ranged from very clear to
confused, with only one mother having a very clear understanding. The
remaining mothers in this study were less clear. They identified the IFSP as
something they participate in and believed that it related to their child’s needs
but did not seem to recognize how it was connected to any family needs.
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Fathers in this study generally either knew very little about the IFSP, or had
no understanding at all in spite of their participating, along with their wives, in
filling out the IFSP document.
For the professionals in this study the IFSP was clearly understood as a
document that would identify the needs of the child and also identify strategies
and resources within the family to help reach those goals. While all the
professionals involved recognized the importance of the transition from the
Individualized Education Plans (IEP) to the IFSP, there had not been any clearly
defined policies for involving fathers. Generally the IFSP was discussed with the
mother with the intervention professional offering some ideas. The paperwork
was left with the mother with the expectation that it would be reviewed with the
father. At the following visit, when the fathers were generally not present, the
IFSP was completed.
Impact of my asking you these questions
All of the informants in this study seemed to agree that the questions
facilitated their looking more closely at the complexities of the process of Early
Intevention. Prior to the researcher asking these questions, the system had no
clearly defined way of looking at itself. The intervention professional working
with the A family seems to speak for the entire system when she says " they
(questions) bring us back, what we are trying to accomplish, and make me think,
are we doing everything we can, and are we going about it in the right way?"
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Semantic Relationship: X is a kind of attribution.

Included terms/phrases for mothers: I’m glad to know she (intervention
professional) is reading this and knowing how I feel she can do a better job for
me; I think it keeps us on track; Its shows where there are disagreements
sooner.
Included terms/phrases for fathers: I think it will make it easier to recognize
when there are differences; It helps me to get it all out; I think these questions
will help the program to help other families.
Included terms/phrases for professionals: They (questions) bring us back to
what we are trying to accomplish; makes me wonder and evaluate if we are doing
all we can; they make me realize that I enjoy what I’m doing and help me learn
more about the family, things I could miss.
Elaboration: For the family informants, the process of questioning made them
feel more connected or more hopeful. For some of the informants the idea that
these questions would improve the services offered was very important. There
was a sincere interest in assisting other families who may be in similar
circumstances. For others, the questioning provided a context for discussion that
had not been previously available, or highlighted differences that existed between
parents or between parents and intervention professional.
For the professional informants, the questioning provided them with a context
for evaluating their work with the family. The questions related to the creation
of the IFSP or to their expectations of parents were particularly significant when
juxtaposed with the responses of the parents.
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CHAPTER 6
DISCUSSION, LIMITATIONS OF RESEARCH, SUGGESTIONS FOR
FURTHER RESEARCH, AND SUMMARY

Introduction
The intent of this dissertation is to study the meaning ascribed, by client and
professional,to actions and events within an Early Intervention clinic. An open
ended phenomonological interview procedure, Spradley’s (1979) Developmental
Research Sequence (DRS), was utilized to gather descriptions from participants.
The information gathered was fed back into the treatment system, in the form of
written transcripts of each interview to members of the therapeutic system. Since
the focus in this dissertation was on assessing understanding and expectation in
Early Intervention, the emphasis in this discussion will be on how similar and
divergent views impact treatment. In addition, this chapter will also address the
limitations of the study as well as suggestions for further research.
The unique aspect of this research was that information was obtained from
both client and professional during the course of Early Intervention. It was
anticipated that this information would identify differences in understanding that
exist between client and professional and, as a result, improve the experience and
quality of Early Intervention services. This information is the product of the
primary analysis and discussed in the section that follows.
Primary Analysis
During the primary analysis, attention is paid to themes generated by
informants regarding their understanding and expectation of Early Intervention.
In spite of what may be viewed as a narrow focus on Early Intervention, the
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importance of understanding and expectation is equally applicable in more
traditional forms of Family Therapy and counseling. In the following section, the
subject areas are presented and grouped into four general areas: 1) understanding
and expectation between members of the treatment system, 2) adjusting to the
child’s diagnosis and need for services, 3) what parents do with stress, and 4) the
impact of responding to interview questions.
Understanding and Expectation Between Members of System
There is little argument that dialogue and conversation are an essential part of
the process of psychotherapy. In spite of this agreement, the study of the of the
therapeutic meaning-making system is a relatively new phenomenon (Epston &
White, 1989; Griffith & Griffith, 1990; Kaye, 1990). Anderson and Goolishian
(1988) argue that the essence of therapy is conversation and believe that the
expertise of the therapist is in his/her ability to create an atmosphere in which all
members of the treatment system have an opportunity for open dialogue and
exchange of information. White (1989/1990) contends that in order to give
meaning to and understand experience, we must be able to frame it in such a way
that it is recognizable. The epistemological thread that ties these ideas together
is the post-positivist assumption that reality is in the mind of the observer.
Whatever sense we have of someone else’s reality can only come through the
stories they tell. From this perspective, Early Intervention, like other therapeutic
systems is made up of competing world views and competing stories that shape
both understanding and expectation.
The results of this study suggest that a great deal of confusion can result when
understanding is not addressed directly. In some cases this unaddressed
understanding contributes to a treatment system that is perceived as inefficient
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and may not address the needs of the all family members. Analyzing information
in this study reveals several instances of discussion when the system seemed to
lack the necessary information to insure understanding. The result can be unmet
or unrealistic expectation for all members of the treatment system.
Another concern, clearly expressed by Imber-Black (1988) and relevant to this
study, is the often unfortunate ways that families and larger systems interact. She
reminds therapists and researchers that little attention has been given to the
patterns that emerge when larger systems attempt to intervene with families.
While the focus of this study has been Early Intervention, the importance of this
issue can be extrapolated to any larger system working with families.
While these topics of discussion are presented as separate, they are
understood as fluid and dynamic, shaped by a variety of influences in the lives of
those involved.
Understanding of Early Intervention. The information obtained in this study
indicates that there is some confusion regarding the very idea of what Early
Intervention is and does. This confusion exists, not only between parent and
intervention professional, but also between parents. When considering the origins
of this understanding, it is not surprising that there are differences.
Since involvement with Early Intervention is not an event that is planned, it is
not surprising that the parents involved in this study had very little understanding
of Early Intervention prior to the birth of their child. As a result, their
understanding came from initial contacts with medical and Early Intervention
professionals. These initial meetings involved both parents; however, since the
fathers generally worked during the day, and since the business of Early

49

Intervention was conducted between 9am and 5pm, following the initial meetings,
fathers were generally not involved in the weekly treatment sessions.
An additional source of confusion for parents during the initial period
following the birth of their child has been referred to elsewhere as ’’anomie" or
normlessness (Seligman & Darling, 1989). This phenomenon refers to the
difficulty parents have in comprehending all the information they are presented
with during this period. In this study, parents described a sense of going through
stages of adjustment. Their ability to take in information varied as they passed
through these stages. In other studies it has been suggested that being aware of
these stages enables the professional to intervene in a timely and appropriate
fashion (Seligman & Darling; 1989).
The importance of the initial contact between client and therapist has been
discussed from a variety of perspectives. Haley (1976) for example argues that "If
therapy is to end properly, it must begin properly" (p.9). Fisch, Weakland and
Segal (1982) emphasize the importance of initial contacts in terms of establishing
patient and therapist positions that can be either flexible or rigid. And, perhaps
most directly relevant to this study, is the post-positivist, or constructivist view
that "reality" is not fixed and, as a result, experience is shaped by the context
(including the therapy context) in which we live. From this perspective, client
and professional co-construct the therapeutic reality (Watzlawick,1984; O’Hanlon
& Weiner-Davis, 1989; DeShazer, 1991). In this study the initial contacts set the
stage and establishes the ground rules for future contact. This led to some
important differences between fathers and mothers.
As previously stated, all contacts between intervention professionals and family
occurred between 9am and 5pm. Since this generally led to less contact between
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fathers and intervention professionals, fathers had fewer opportunities to address
any confusion they might have. Whatever understanding they had following their
initial contact with Early Intervention became the criteria on which they judged
the effectiveness of the service. The results indicate that once the course of
treatment begins, there is little opportunity to address any ambiguity that may
exist between participants. In addition, the business hours of the clinic resulted
in a greater emphasis being placed on the relationship between professional and
mothers. The combination of restricted hours, coupled with the quality of the
relationship between mothers and intervention professionals shapes both
understanding and the expectations that follows. When understanding and
expectations are not addressed directly, it can lead to confusion, creating distance
between fathers and professional as well as between parents.
Understanding of Roles. In addition to some confusion in understanding
exactly what Early Intervention is, there was also some confusion about the roles
of those involved, e.g., mother, father, professional. Whatever discussion of roles
that did occur seems to take place at the initial stages of treatment; however,
there was little or no explicit discussion of expectations. The context of these
early contacts are the initial meetings between Early Intervention clinicians and
the parents. It is during these initial meetings that the treatment plan is created
(Individualized Family Service Plan, IFSP). Following this meeting there was
little opportunity to discuss roles. Instead, understanding evolves from this
starting point, shaped by the subsequent contacts of those involved.
For example, the role of the Early Intervention professional was described by
mothers as "a friend”, ,fbabies therapist”, "coordinator of treatment", "someone
who shows me what to do", and "someone who is there for my child." Each of
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these descriptions are based on the mother’s contacts with the intervention
professional over time, and are very similar to those descriptions offered by the
professionals. This is not surprising since the contacts between mothers and
intervention professional were more frequent, usually once or twice a week.
The fathers, in contrast, had more limited descriptions. They ranged from
having very little idea of what the professional does to a somewhat vague idea of
what their role is. In general, the less contact the fathers had with the
intervention professional, the less understanding they had of the role the
professional played. The descriptions offered by professional informants were
generally consistent with their training as a teacher, nurse, educator, or physical
therapist. And, while these roles were very clear for the professionals, they were
rarely discussed or compared with the understanding of the family.
In spite of the fact that many families had never heard of Early Intervention
prior to their involvement, they all came to their first meetings with some "a
priori” understanding of what they expected to occur, how it "should" help their
child, and what they understood as the roles of the professionals involved. If
these "a priori" assumptions are not addressed and/or modified, parents and
therapist may experience frustration or dissatisfaction with services. These
findings closely parallel those of Kuehl (1987) who discovered that when the
definitions held by clients differ from those of the professional, treatment can
suffer. In a similar vein, Todd (1989) argued that when clients seek services, they
come with a set language for the person and the process involved. When there is
a difference in understanding, and expectations are not met, it can influence the
clients experience of therapy. The results of this study suggests that the
professional is equally constrained by confusion over roles, and this constraint was
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frequently noted when intervention professionals did not make a clear distinction
between the role of mother and the role of father.
Father and Mother Differences. In spite of privately held beliefs, there was
no distinction made, in terms of treatment, between the role of mother and
father. For example, in this study both the intervention professionals and
mothers, described a mothers role as primary. Mothers believed their role was
"to learn what I can from Early Intervention” or "to communicate information to
my husband", or more directly "I am the primary person and my husband is the
support person." Professional descriptions were generally similar to those of the
mothers. The professionals defined the mother’s role as primary, with clearly
defined tasks. For example, "to carry through with what I do during my visits" or
more directly "to communicate to father so they can change the way they
interact." In this study one father felt frustrated when the intervention
professional did not provide him with the information he expected. The
professional, on the other side of this interaction had little idea of the father’s
frustration and, expected that if father had a question, he would ask. Since one
assumption was that mother communicates information to father and, since
mother had frequent opportunities to clarify any confusion, it would be logical for
the intervention professional to conclude that father and mother shared similar
understanding.
In another instance, one father explained that he expected Early Intervention
to get his son ready for school, and to catch up to his peers. The therapist and
mother, in contrast, were more restrained in their expectations. They talked of
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the need to help the child "develop his full potential." While this distinction may
be subtle, it is significant in that it reveals the hopes and expectations of parents
and, as a result, has an impact on treatment.
The differences that were identified between mothers and fathers appear to be
intimately connected with the amount of contact parents had with the Early
Intervention therapist. Since mother has frequent contact, she has an
understanding of the day to day activities involved and, as a result, feels
comfortable. With this understanding she establishes a frame of reference that
allows her to perceive the small changes that occur in her child’s development.
The father, in contrast, having less frequent contact is confused about the
function of Early Intervention. This seems to contribute to fathers having less
clear guidelines for assessing progress. Perhaps more importantly, when the
anxiety associated with expectations is not addressed, therapist and family can end
up working at cross purposes.
In this study the roles assigned or understood by members of the system were
rarely discussed. As a result, there were times when roles seemed to become
obstacles to change. A failure to clarify roles can be significant, particularly when
discussed in light of studies that suggest parental concerns may differ. Seligman
and Darling (1989) argue that fathers generally are more concerned with the long
range prospects of their disabled children. Lamb (1983), in a study of fathers and
disabled sons, postulated that fathers have higher expectations for their sons,
which contributes to their being especially disappointed. Lamb (1983) argues that
the consequences of this disappointment can be noted in extremes of intense
involvement and total withdrawal. The importance of Lamb’s study indicates a
need for clinicians and researchers to appreciate how beliefs contribute to a
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self-contained linguistic system that creates meaning through negotiation.
DeShazer (1991) argues that what a therapist and client do during the treatment
hour is akin to co-authoring a text. From this perspective, any differences in
understanding would be like three authors attempting to write a story with no
collaboration.
In summary, the results of this study suggest that differences in understanding
play a critical role in treatment satisfaction. In addition, satisfaction with
treatment appears to be directly related to the relationship between client and
professional. Although this study did not directly focus on the couples ability to
communicate effectively, it is obviously a significant factor. The researcher made
the choice to avoid this issue, fearing that addressing marital communication
directly, may have alienated some of the participants and inhibited their
willingness to participate in the research. In spite of this omission, these
conclusions remind professionals that therapy is always a relationship between
individuals. As a result, professionals need to continually assess the impact of
their relationship with all family members.
Adjusting to child’s diagnosis and need for treatment
The birth of a child with a disability is an unanticipated event that most
families are ill-prepared to cope with. The birth seems to thrust parents into a
period that is filled with confusion characterized by a need to reconcile their
feelings about the birth. The results of this study supports findings that suggest
parents go through a series of stages before they accept a diagnosis of disability
(Allen & Allen, 1979; Blacher, 1984; Gargiulo, 1985). Typically mothers and
fathers described a period of confusion following the birth of their child: "At first
you feel numb",or "you first ask alot of whys" and "at first you just try to survive,
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you don’t analyze anything." On the surface, parents were united in describing an
initial response of shock, coupled with a sense of powerlessness; however, probing
deeper reveals differences that could have a significant impact on the course of
treatment.
One explanation for the differences between mothers and fathers may be
explained in terms of gender role attributions. From this perspective men tend to
see themselves as lacking the skills required for infant childcare and, as a result,
place more emphasis on their role as provider and caretaker (Renzetti & Curran,
1989). For example, during the initial stage, immediately following the birth of
their child, the theme expressed by mothers seems to reflect this division of
parenting responsibility. Following the trauma of the birth, mothers focused their
attention on caregiving. This generally meant understanding how best to work
with the infants unique needs. This usually begins while mother and child are in
the hospital. This initial period is filled with new information and can be
overwhelming; however, in contrast to earlier concerns for the safety of their
child, one mother described this period as a relief: "I was just happy she was
alive." Relieved, attention can now be directed to all the activities associated
with bonding. The educational information provided by intervention professionals
during this early stage supports this bonding and sets the stage for the future
contacts.
Fathers, in contrast, described an initial sense of confusion followed by
frustration at not being able to take care of things, perhaps driven by their role as
providers and protectors for the family. Feeling unable to take care of his family
contributes to a father’s sense of powerlessness. Meyer (1985) suggests that the
emotional difficulty experienced by fathers is exacerbated by the expectation that
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men should be stoic and in control of their emotions. Faced with supporting
either his wife’s shock and depression or his own, he supports his wife and denies
his own feelings. During this period immediately following the birth, fathers
seem driven by a need for answers that will help them organize their experience.
Unlike their wives who are in the hospital with the child focusing on their
child’s needs, fathers searched for answers. Following the initial shock and
confusion fathers talked of struggling to get the big picture, "what will the future
look like?" In this study, this struggle seems intimately connected with father’s
need to reaffirm his role.
For one father this took the form of his anger and frustration at the medical
community’s inability to specify exactly the problem his son was dealing with. He
believed that with this information he could plan for the future. In frustration he
exclaimed, "if this is the first case like my sons then why aren’t doctors from
everywhere coming to investigate this?" As a result, he concluded that his son’s
condition must not be unique and therefore there must be information that he
could read. He went on to describe himself as a "fixit man", who, without
appropriate information, felt stuck. His wife, in contrast, seemed to sum up the
differences between the role of mothers and fathers when she stated "I’m with
him every day, trying to get him to do the best he can." The differences noted in
this example were very clear to both parents; however, in this study, the
differences were not overtly addressed in treatment. And, while the results of
this study are insufficient to deny or confirm the authors speculation about gender
roles, the results do indicate these differences are a source of difficulty and
confusion.
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The professional informants generally agreed with the idea that families go
through stages of acceptance; however, these differences did not seem to be a
significant factor in treatment planning. In one instance, the fact that differences
were not noted led to frustration and dissatisfaction for the entire treatment
system. Specifically, as discussed earlier, intervention professionals and mothers
generally shared similar understanding. In one case, the understanding was that
Early Intervention focused on short term goals, often day to day. As a result,
both the intervention professional and the mother were pleased with the progress
the child was making. In contrast, father was focusing on long term concerns,
and, as a result, he experienced Early Intervention as not helpful at all. He had
little understanding of what the intervention worker was doing and how it was
connected to his son’s needs. He expected the intervention professional to share
her model with him as she went along. The professional, in contrast, had no idea
of his confusion and believed that fathers silence indicated a lack of questions.
From this perspective it is easy to see how understanding and expectation both
shape and maintain the interaction of those involved in the treatment system.
What parents do with stressful feelings
Understanding and expectation was found to play a significant role in how
parents and professionals dealt with parental stress. While there was universal
agreement that the birth of a child with a disability contributed to stress in the
family, parents generally did not view Early Intervention as a place to deal with
feelings. Or, if they did, they waited for the intervention professional to identify
the problem rather then ask for help directly. The results of this study indicate
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that participants in a treatment system have predetermined ideas about what to
do with feelings and, when these ideas are not addressed, they can act as barriers,
shaping future therapeutic interaction.
In spite of the 1986 changes in The Education of the Handicapped Act,
recognizing that the needs of the family and the needs of the child are not
separate, parents in this study generally identified Early Intervention as a place
for their child to receive services. As a result, they tried to keep their own
feelings separate. For example, one mother stated, "I kind of hold my feelings in"
while another said, "I try to concentrate on my child." When asked how they had
come to this understanding, mothers generally felt it was their interpretation
rather then communicated directly by Early Intervention.
This was somewhat confusing considering that intervention professionals
generally agreed that parental stress was important and should be addressed.
Their responses were diverse with one professional stating that she felt very
comfortable dealing with "feelings" and as a result identified that as one of her
roles. Another intervention professional felt that dealing with feelings have
always been a part of her professional identity but added that she did not see
herself as professional counselor. The third professional was clear that her role
was not to deal with feelings and believed that if they became an issue, she would
make the appropriate referral. The range of responses does not in any way
diminish the services delivered by these highly skilled professionals, but rather are
offered as a reflection of one of the multiple world views that make up the
therapeutic system. When these views are not clarified members of the treatment
system may become confused. The results of this study support the view that
because parents are ill prepared for the birth of a child with a disability, they are
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likely to defer to the views of the therapist (Seligman & Darling, 1989). Since
the contact between mothers and professionals was more frequent, leading to
their sharing similar expectation of Early Intervention, it was not surprising that
in spite of some confusion about what to do with feelings, mothers were generally
positively predisposed to Early Intervention. Fathers had a more difficult time.
As stated earlier, this may be a product of gender role differences where men
are simply uncomfortable expressing feelings. While this study does not
adequately address this question, it does highlight the multiple variables that
shape the therapeutic interaction.
From the cybernetic perspective, it must be understood that all individuals
develop preferences for various types of interactional sequences. These
preferences are guided by past experience that informs an individual how to
behave in different situations. From this perspective, a therapeutic system is a
vortex of competing experiences and images that ultimately shape the therapeutic
interaction in all its manifestations, the most obvious of which is language.
Language in this way becomes power and can contribute to the creation of an
expert- professional/incompetent-client relationship and, when defined this way, is
incompatible with a cybernetic or constructivist paradigm.
Informants response to interview
This dissertation was guided by principles of second-order cybernetics and
naturalistic inquiry. This perspective is grounded in the assumption that all
descriptions are self-referential and say more about the observer then what is
being observed. As a result, the researcher’s task in this study, like the
anthropologist seeking to describe life and social organization, gathers
descriptions of the "natives" experience of Early Intervention. When these
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descriptions are recorded, transcribed and fed back into the treatment system, the
researcher acts as a cybernetic mechanism, helping the system to learn about
itself. Cybernetics looks for patterns that connect the various members of a
therapy system through feedback. In this study, the researcher reveals some of
these patterns by making overt the privately held views of the various members of
the treatment system.
For example, previous to the interviews conducted by the researcher, there
was few opportunities to discuss differences in understanding. When the A family
was asked the impact of responding to research questions they emphasized the
need to get "things" off their chest. They went on to discuss how important they
felt it was to not hold it all in, yet, had not made the time to share this
information prior to the interviews. One by-product of the interviews was that
privately held fears and beliefs were now externalized for all to consider.
The benefit of externalizing concerns was not limited to families. Professional
informants reported that responding to interview questions brought them back to
the family, helping them to keep sight of family needs. These results are
consistent with White (1989), who has found that the practice of externalizing
problems or concerns counteracts the sometimes objectification that takes place
in therapy. He contends that this practice creates a space in which the client can
"re-author or reconstitute themselves, each other, and their relationships,
according to alternative stories or knowledge" (p 27). In a similar vein DeShazer
(1991), contends that therapy systems are ruled by language games through which
social realities are constructed and maintained. When problems are externalized,
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the rules of the game are revealed. Mehan and Wills (1988) contend that "...from
the dialogic point of view, meaning is neither in the speaker or in the hearer; it is
in-between both addressor and addressee" (p.364).
Whether the setting is an Early Intervention clinic or Family Therapy clinic,
professionals need to be aware of the language system in therapy. From this
perspective, the professional must understand their role as both participant and
observer.
Limitations of this Research
The limitations of this research are important and need to be acknowledged.
First, the use of Spradley’s (1979) interview methods were designed for use in
Ethnographic research. The author had not been trained in ethnography and, as
a result, his naive understanding may have significantly limited the amount and
content of the information received. In addition Spradley’s methodology is very
structured which may limit the data collected by someone new to field research.
A second limitation of this study is the small number of families interviewed.
A larger sampling that drew from the wide range of diagnostic issues within Early
Intervention would have created a context where the researcher could have
demonstrated how the presenting problem shapes understanding. Additionally,
since the time of each interview was limited, 30 to 90 minutes, the researcher was
often forced to move from one topic to another rather than conducting a more
exhaustive interview. The decision to limit the length of interviews was based on
the fact that interviews were conducted in the evening, in the homes of families.
Furthermore, since the families in this study were relatively new to Early
Intervention, some were still dealing with the impact of adjusting to the birth of
their child. The interviews with parents often became a context for their coming
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to appreciate what they were going through as a family, and, as a result, the
researcher felt it was important to give them sufficient space to address these
issues.
Suggestions for Further Research
This dissertation focused on the understanding and expectations of both
professionals and client families engaged in the process of Early Intervention. In
this study, informants described their experience of Early Intervention. Interviews
were transcribed and given to members of the treatment system. Video taping
the session would allow participants to observe the interviews providing them with
more direct access to differences in understanding that may exist in the treatment
system.
Furthermore, in this study, the researcher had contact with the treatment
system for approximately six months. Since Early Intervention often continues
from 1 month to 3 years, a study is needed that follows one treatment system
from beginning to end. In this study for example, it was noted that family’s go
through stages of acceptance. It would be of interest to note how the process of
understanding changes as families go through these stages of acceptance.
A second suggestion would be to further investigate the impact of gender in
Early Intervention. In this study all of the intervention professionals were female.
It would be interesting to interview and compare families who work with male
intervention professionals.
Another suggestion would be to use the research model, specifically the use
of a uninvolved professional, at regular intervals throughout treatment. For
example, interviewing both family and professional together, following their first
contact could facilitate the formation a therapeutic alliance. In this way the
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clinician and family would share the responsibility for treatment. Additionally,
interviews could be built into the treatment at certain times, pre-determined by
all involved.
If as suggested by Imber-Black (1988), larger system are the transmitters of
our culture’s assumptions and fundamental values, then when these assumptions
are left unexamined, any inequality is free to flourish.
Summary
The purpose of this dissertation was to study the meaning ascribed by both
family and professional to their experience of Early Intervention. The
expectation was that this would reveal differences in understanding and
expectation that may exist within the treatment system. Based on the assumption
that family and professional participate equally in the creation of a therapeutic
reality, the researcher acts as a feedback system, connecting the family and
professional, allowing the system to learn about itself and make whatever
adjustments may be necessary.
Families and professionals begin treatment with certain ideas that impact both
understanding and expectations. In this project, the researcher makes overt and
visable these often privately held beliefs. The process of externalizing exposes
the beliefs and frustration of those involved in treatment for all to consider.
Making explicit what has only been implied acknowledges the equal responsibility
that all members must share in the evolution of the treatment system.
Furthermore, the results of this project suggests that the act of exposing
competing views, in an of itself, can stimulate change within a treatment system.
Finally, and perhaps most importantly, the researcher has attempted to
capture the experience of those involved in the process of therapy within an Early
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Intervention clinic. In this attempt, it must be understood that the author’s view
is not privileged, but rather his perspective is but one part of a collaborative
inquiry.
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APPENDIX

TRANSCRIPTS FROM INTERVIEWS
In this section of the result, the domains identified in the first part of the
results section are presented as they appeared in the actual interviews. Presented
in this way, the reader will have an opportunity to connect the various
components of the evolving therapeutic system and in doing so, have a context for
evaluating the significance of any differences in understanding that may exist. In
this section, excerpts from the various interviews will be presented. They will be
arranged by treatment system, i.e., parents and intervention professional. Since
the informants often digress from one topic to another in the actual interviews,
the results are additionally grouped according to specific topic of discussion.

Understanding of Early Intervention
G. Family
Researcher:

I’m curious about what is your understanding of the purpose
of Early Intervention, what are your expectations as you understand
it?

Mr. G:

Purposes of it... as I understand it the purpose is to get him ready
to be able to go into the school system. The public school system
by the time he’s three. That’s my understanding.

Researcher:

Anything else?
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Mr. G:

Well, to provide the physical therapy and speech therapy that he
might need, and to provide us with any information that we might
need that would help us to understand.

Researcher:

Mrs. G?

Mrs. G:

I thought it was to help us to get to work with S as well as we
could for the same reason, to get him as independent as he can be.
To teach us to work with him to get him as independent as he can
be, to show us what to do.

Mrs. G:

See, M (husband) and I disagree on this ( expectations of El) and
we butt heads all the time. I think that’s not up to Early
Intervention to supply information, that’s up to our doctors, and if
they don’t have answers then Early Intervention isn’t gong to have
answers either. So we constantly butt heads on this. I mean S. has
a neurologist, he has a doctor, these people don’t know what we
are going to find with S, nobody knows!

Mr. G:

Nobody knows what’s going to happen, I just want to get
information about what is possible.

Researcher:

How did you come to that understanding?

Mrs. G:

From my ongoing contact with Fran, (El therapist).
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Researcher:

Mr. G?

Mr. G:

From their literature, from my initial contact with them.

Interview with G. Family Therapist

Researcher:

What would you say is the purpose of Early Intervention?

Therapist:

Our primary purpose in Early Intervention is to really assess the
child and to see where the child is at and then to provide the
family with as many suggestions as possible to help their child with
more normal development. As a physical therapist, I go in and
focus on motor but I’m also looking at the other areas as well.

Researcher:

When you say looking at other areas, what are you referring to?

Therapist:

Cognitive, social emotional, fine motor, language.

(Later in the interview)

Researcher:

How do you know when your working, when things are going well,
when the partnership is successful?
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Therapist:

I’m not sure that every relationship I have is a good working one, I
think you just base it on whether or not you are getting cooperation
from the family. Not every child is going to progress no matter
what you do, so you cant base it on the child’s progress.

Researcher:

So how would you rate S progress?

Therapist:

I would say it is steady.

A. Family Interview

Researcher:

I’m curious about what is your understanding of Early Intervention.
What is the purpose as you understand it?

Mrs. A:

To help us with J (daughter). Early Intervention identifies needs
and then she (therapist) will then show me how to do the same
things.

Mr. A:

I don’t know, in my case, my wife dealt with Fran (therapist) a lot
more then I have. My initial impact of Early Intervention or any of
the visiting nurses who have been linked up with we’ve gone in very
much dumb, we don’t know what it’s all about. We’ve never been
told all of the angles and what resources are about. We figured
Early Intervention was just for my little girl.
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Researcher:

So what is you understanding?

Mr. A:

It was never really defined, it was never defined.

Researcher:

So what is your understanding now?

Mr. A:

Well up until we started talking, I would say that initially it was for
tracking of progress for my daughter. It was to measure her
progress, to bounce off possible programs that we could possibility
be involved in, exercises that may help, that was my understanding,
but now I’m beginning to realize that it may be a bit different.

Interview with A. Family Therapist.

Researcher:

How would you describe the purpose of Early Intervention as you
understand it?

Therapist:

One thing that I think of is making sure that the family is aware of
the different services that are needed. To assess the child’s needs
and the resources that the family will use to attain agreed upon
goals. During the regular weekly visits, not only do I work with the
child but I think its important to talk with the parents, usually its
the mother, about what else might be going on.
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S. Family Interview

Researcher:

What the purpose of El as you understand it?

Mrs. S.:

To work with C, work on his fine motor skills mainly.

Mr. S:

Motor skills and fine motor skills whatever he needs basically.

Researcher:

Anything else?

Mrs. S:

To help C catch up developmental^, to provide us with
information. It a little confusing for my son, his primary needs are
motor skills so that’s what they focus on.
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Interview with S. Family Therapist

Researcher:

How would you describe what it is that you do, the role of Early
Intervention?

Therapist:

What I do is, I make home visits with C. What I have been
focusing on with C (son) lately is some sensory needs he has,
especially his attending, getting him to sit or stand and to attend to
something, you know a toy or activity that’s something that is
appropriate for him and is at his developmental level.

Researcher:

So your role is to focus on Cs (son) sensory needs, to help him get
up to developmental level, anything else?

Therapist:

No essentially, that’s the role of El to help the child reach his
potential, and help the family help the child. That’s about it.

The Role of Earlv Intervention Professional

G. Family Interview

Researcher:

What is your understanding of Fran’s role?

Mrs. G:

To help us know how to get S to reach his potential. I consider
myself fairly educated and I know how to work with children but S.
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is a special case and Fran’s...that’s her specialty, so we rely on her
to show us things that we can do to help him get motivated.

Researcher:

Any other roles?

Mrs. G:

She’s a counselor, she’s the baby’s therapist, someone I can bounce
ideas off of, sort of like a friend.

Researcher:

Mr. G, what is your understanding of what Fran does?

Mr. G:

When she comes here she goes through a series of exercises with
him (son), some of the things she does, I don’t even know what
she’s looking for, and I ask her. I say "is that so you can find
things", "what is that little exercise" and I get a sentence. I don’t
think its Mary, I mean she’s kinda quiet, I don’t think she doesn’t
want to talk, I think she’s quiet by nature.

Researcher:

Is that your understanding?

Mr. G:

That’s what I’ve learned. I thought it was to provide us with
information so we could understand what happening with my son,
and maybe what to expect.

Mrs. G:

When I ask for information, she gives it to me.
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Interview with G. Family’s Therapist

Researcher:

What would you say, in terms of the work you do with the G
family, how would you describe what it is that you do.

Therapist:

I feel like when I’m there I’m modeling for her so that when the
next day comes she can sit down and do what I’ve done.

Researcher:

Anything else.

Therapist:

I encourage him (son) to do more standing, encouraging him to get
around better, trying to work on different play skills. My job is to
assess the child and to see where the child is and then to provide
the family with as many suggestions as possible to help their child
with normal development.
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A. Family Interview

Researcher:

Mrs. A, The last time we talked you were talking about what you
understand as Mary’s (El therapist) role. Could you say a little
more about what your understanding is of her role?

Mrs. A:

Well, I think it’s her role to come and help me with the needs she
feels, the needs that J (daughter) needs help with as far as her
development goes. What areas she needs to be worked on.

Researcher:

How does she do that?

Mrs. A:

Well, J needs specific help with her development so that, to get
some help with any delays she might have, because of what
happened to her when she was born. That’s basically what Mary
does, she comes here she works with J, she brings information, and
she goes over it with me, talks with me, reviews them with me,
helps me to understand.

Mr. A:

And to answer any questions we may have referring back to our
daughter. Possible future care possibilities, possible exercises we
can do. She (Mary) can be the source of information that way.
Anything that relates to our daughter specifically.
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Interview with A. Family Therapist

Researcher:

So how would you describe what it is that you do?

Therapist:

Support the family is very important, and in addition to that,
helping the parents care for their child with special needs.

Researcher:

How specifically do you do that?

Therapist:

Well as a nurse, I’m more of a developmentalist, rather then
nursing per se. I’m dealing with a premature infant, and it is
definitely around motor issues and how to handle and position a
baby to prevent some of the problems that can arise otherwise. My
whole goal is to present it in a way that the families will carry on
the activities rather then my trying to do therapy per se, that isn’t
my role. Mine is to help them understand what they need to do
with their baby.

Researcher:

So your role is to give them enough information so they can take
over.

Therapist:

Exactly.
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S. Family Interview.

Researcher:

So what do you call what it is that Kay does?

Mrs. S:

Well I say therapist, but I know what you mean as far as it being
general. She’s someone that comes in to the house to work with
our son, physical therapy I would imagine is what she more or less
does because it does go with improving his development.trying to
get him, stimulate him in certain areas.

Researcher:

So you’d say she is a physical therapist?

Mrs. S:

I guess you’d say that. I don’t really know.

Researcher:

I’m curious how would you refer to her when you and your husband
are talking?

Mrs. S:

I’d just say therapist.

Researcher:

Mr. S, how do you refer to Kay when you talk about her? How
would you describe what it is that she does, what is her role?

Mr. S:

Works on motor skills mainly.

Mrs. S:

Motor skills and fine motor skills and whatever he needs mainly.
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Researcher:

So how does she do that specifically, how would you describe what
she does to a friend?

Mrs. S:

I’d say there is this girl that works there that comes to the house
and works on motor skills, fine motor skills all areas actually.

Researcher:

Anything else?

Mr. S:

To get him (son) to calm down and get him caught up.

Researcher:

How does she do that?

Mr. S:

In addition to working with C she also gives us information, gives
us books and articles.

Mrs. S:

Oh yes she gives us articles and stuff like that.

Researcher:

So in addition to working with C (son) she also brings you articles
that pertain to the subjects that she’s talking about or things that
she thinks you are interested in. Anything else?

Mr. S:

No, I don’t think so (looking at wife who nods in agreement)
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Interview with S. Family’s Therapist

Researcher:

How would you describe your role, what it is that you do?

Therapist:

Ok. What I do is I have home visits with C. What I focus on is his
sensory needs, especially his attending, getting him to just sit, or
stand and to attend to something, you know a toy or an activity
that’s something that is appropriate for him at his developmental
level. My job is as an educator.

Researcher:

So help me to understand. When you go into the house, do you
have expectations?

Therapist:

No I don’t think I do. I think it takes time for them to understand
what were doing and what I do and there needs to be a mutual
understanding for why I’m there, to help them work with their child
and for him to develop as best as he can.

Researcher:

So the first step is that you want to be able to communicate to the
family why you are there and what it is you do, and then the family
really feels comfortable with that.

Therapist:

Yes, make sure they’re comfortable about that, they may not still
feel ready to hear it.
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Researcher:

So I’m hearing you say that you don’t want to go in there and
alienate the parents, and so I think I’m hearing you say that you
really want the parents to feel they are a part of this. And to do
that its important that they have a good idea about what it is that
you do.

Therapist:

Right, right.

Expectations of Mothers Role
G. Family Interview
Researcher:

So what do you think is your role in all this?

Mrs. G:

I think my role is to learn what I can from the groups and from
Fran. To help motivate S (son) to play better and learn to do
things better, to motivate him.

Researcher:

Does your husband also go to the group and meet with Fran?

Mrs. G:

He knows who she is and he met her when she first came here and
then I think he was here once when she was here but for the most
part he’s busy working and he does go to the parents meetings.

Researcher:

So your role then, in addition to learning all you can, your role is
to communicate and you interpret the information and translate
that to your husband.
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Mrs. G:

Yeah, I think it’s clear that Fm probably the primary person that
they (El) deal with and that M (husband) is more like the support
person. Fm not sure if M was the, if it was a different time even,
that M (husband) would be more involved. Even when he goes to
the doctor if I make it late in the afternoon he doesn’t care to go
sometimes. I think like, Fm the primary person who is responsible
and M is the support person.

Researcher:

Mr. G, how do you understand your wife’s role?

Mr. G:

I agree with her that she is the primary caretaker and I am the
support person.

From Interview with G. Family El therapist.

Researcher:

What do you think is her role (Mrs. G)?

Therapist:

Well I think that her role is to carry through with the things that I
have shown her, so there is some continuity. She would be the
primary contact person.

Researcher:

What do you think that she thinks her role is?
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Therapist:

Well from feedback I have gotten, when I come in, I usually ask
how things are going, how is she doing with this and that and I get
the feedback that she is carrying through with what I’ve done.
Usually at the end of the visit, I have to backtrack, to say, this, that
I did today or this is probably a good thing to focus on.

Researcher:

So you think your expectations of Mrs. G and her expectations of
herself are similar?

Therapist:

I think so.

A. Family Interview

Researcher:

So you have talked a lot about the various things that you learn
from El. What is your understanding of the role you play in Early
Intervention.

Mrs. A:

Well, I’m alone her every day, my husband works long hours and
doesn’t often get home till 9 or 10pm, so I guess I’m the main
person. I take J to all her appointments, I meet with El and learn
all she has to teach me.

Researcher:

Anything else?
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Mrs. A:

Yeah when my husband comes home he wants to know all that has
happened, what J did today, what I did with Mary (El therapist).

Researcher:

So in addition to your being the primary caretaker, you’re also
responsible to pass information along to your husband, to translate
everything that happened.

Mrs. A:

Yeah that’s right.

Researcher:

Would you add anything or change anything to that?

Mr. A:

No, I think that’s right. She’s the primary person and I try to do as
much as I can. I’m not around much so I’m not a whole hell of a
lot of help. I put in 70-80 hrs per week.

Interview with A. Family El therapist

Researcher:

So you have talked a lot about the various tasks that Mrs. A does
and the way information may flow between her and husband.
Could you say what your understanding is of her role?

Therapist:

I see her as the primary caretaker. She’s the one I see each week.
I show her the exercises and she practices them over the next week.
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Since I don’t have a lot of contact with Mr. A, I guess I see her
role as also passing information along to him and any questions he
might have for me.

Researcher:

Anything else?

Therapist:

No, that’s about it.

S. Family Interview

Researcher:

What about the role of mother, what is your understanding?

Mr. S:

Well since she is here most of the time, she is the one who has
most of the contact with Kay. I usually leave it up to her and then
I fill in as much as I can.

Mrs. S:

Even though we have our own business, he is in and out so I am
usually the one to meet with Kay and the primary caretaker.

Researcher:

So what is the task of the primary caretaker?

Mrs. S:

Well like I said before, I make sure he gets to all meetings and
appointments. I do most of the reading and then talk about it with
my husband. Since I’m here when Kay is here, I guess my job is
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also to notice some of the things that C (son) is doing so I can help
him with learning new things, like walking and attending to things
like that.

Researcher:

Mr. G, add anything to that, anything else?

Mr. G:

No.

Mrs. G:

No that's about it.

mteiview wtth S. Family El Therapist

Researcher:

I realize in reading the transcripts that I never gave you a chance to
say what you see as Mrs. S role. You alluded to it but I never gave
you a chance.

Therapist:

Well she has a big job, she is the primary person I meet with.
Although they have their own business and father is in and out, she
is the constant. I see her role is to make sure that things get done.
To follow through with the work I do from week to week. She
comes to the support meeting with her son, so I see that she must
also pass on that information to husband so that he stays involved.

Researcher:

Anything else?
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Therapist:

No.

Understanding of Father Role

G. Family Interview:

Researcher:

I have a clear sense of what your (to Mrs. G) role is ... you clearly
seem to understand what your role is. At least as you understand it
from Fran and the Individualized Family Service Plan (IFSP).
What would you say from your understanding of El is your role?

Mr.G:

I don’t know. Whatever I want to get out of it I guess. I mean it’s
my role to make sure he gets what he needs, you know, if El is the
day to day then I guess my role would be to bring him to El, go to
the meetings, be sure I know what’s going on.

Researcher:

What do you think is Fran’s understanding of what your role is?

Mr. G:

I have no idea. Do you mean like, to do the things with him after
she leaves, that kind of stuff, or do you mean as far as the El office
is concerned?

Researcher:

Is there a difference?

Mr. G:

I haven’t seen that yet. I think, like I said last time, I’m not here
when she comes and the only dealings I have with her and Early

86

Intervention, and that’s only because I go to the meetings (parents
monthly meetings) as a representative of the parents advisory
committee..if I wasn’t going to those meetings, I probably wouldn’t
ever talk to any El person, cause I’m not home during the day
when she comes.

Researcher:

So that meeting is business and logistics?

Mr. G:

Yeah kind of, yeah. If I wasn’t part of that I don’t think I’d even
talk to an El person. So that’s what I mean, I don’t see them doing
family things. My role is to know what’s going on to support as
much as I can, but I’m frustrated because I don’t get information.

Researcher:

So again your role is to support your wife and make sure your son
gets what he needs and to get all the information you can about his
condition.

Mr. A:

Yeah that’s right.

Interview with G. Family El Therapist

Researcher:

Do you get a chance to meet with Mr. G?

Therapist:

No actually, I met him at the assessment and maybe on one other
visit.
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Researcher:

And what part do you think that plays in the whole process. What
are your expectations of him, what role does he play in terms of the
work you do?

Therapist:

I guess to me it doesn’t matter, I always assume that it does get
passed on to the dad.

Researcher:

So his job is to support the work you’re doing with his child and
you assume that he has the same information that his wife has.

Therapist:

Yes, generally I think that’s true.

A. Family Interview

Researcher:

The last time we met you both talked about how hard it is with
you’re schedules and the demands that are placed on both of you.
Mr. A, with that in mind, I was curious about what you understand
as your role, and what do you think Jean believes is your role?

Mr. A:

Well like I said before, because of my job I am away a lot so my
job is to support my wife as much as I can. I’m not a lot of help.

Mrs. A:

Right, he’s not around very much, for a lot of the time I’m alone
every day, morning until 9pm at night every day.
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Researcher:

So Mr. A it sounds like you’re saying your role is to support your
wife in working with EL She is the primary caretaker and you are
the support person.

Mr. A:

Yeah that’s right. But I try to do as much as I can. When I come
home, I try to help out with the kids, to give her a few minutes,
she’s under a lot of stress.

Researcher:

So anything else in terms of your understanding of your role?

Mr.A:

No I can’t think of anything.

Mrs. A:

It doesn’t seem fair, maybe I should think of a few more things.

Interview with A. Family El Therapist

Researcher:

So how do understand Mr. A’s role in the work you do with the
family?

Therapist:

Well I guess I see his task is to stay involved and to make sure he
gets all the information that his wife has so he can support the
work we are doing.

Researcher:

How do you know if that’s happening?
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Therapist:

I don’t, but I assume that when communication is good between he
and his wife things will be better. Mrs. A would be less stressed if
he had met the people that she works with, the people that come to
the house. So at least he will have a context for asking questions
and knowing who to direct them to.

Researcher:

So his role again is to make sure that he gets all the information so
he can be an effective support for his wife’s work with you and with
EI.

Therapist:

Yes.

S. Family mmBtffijw

Researcher:

So Mr. S, I wonder if you could describe what you understand as
your role in EI?

Mr. S:

Well even though we have our own business, I’m really not
available during the day, so I get most of my information from my
wife. Although sometimes when Kay is here she gets done at noon
so sometimes we sit down and talk before she leaves.

Researcher:

So how would you describe what your role is? If a friend of yours
asked you to say what your role is in EI, what would you say?
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Mr S:

I guess I’d say my job is to help out as much as I can. To make
sure I read all the information Kay gives us. To help out my wife
as much as I can, he’s a handful sometimes. So I guess it falls a lot
on my wife, and my job is to help out as much as I can.

Researcher:

Anything else, Mrs. S, care to add anything to that, do you see it
differently?

Mr. S:

No, that’s it.

Mrs. S:

No, that’s sounds right.

Interview with S. Family El therapist

Researcher:

So you talked about mom being a part of that, but what part do
you see father playing?

Therapist:

What I see happening, or what I expect that he should be doing?

Researcher:

Well maybe you could address both of those questions.

Therapist:

I would love to have time to sit with both of them and go over
what our goals are, what they, because, what Mrs. S thinks is
important may not be what Mr. S thinks is important. And it
would be beneficial for the family, I think, for C (son) to be able to
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decide together what do we have the ability to work on now, and
what would be the best things to be focusing on with C (son).

Researcher:

It sounds like that doesn’t happen?

Therapist:

No, it doesn’t. What typically happens would be that I would talk
with Mrs. S, because of their schedule, and come up with the goals
and then she would probably talk with her husband about it. She
would tell me when I returned that she discussed it with her
husband and they agreed. So I guess I would say that his role is to
make sure he’s involved, to get all the information, so he can play
an important part in his sons treatment.

Researcher:

How do you know if that’s happening?

Therapist:

I guess I really don’t, except when progress slows down, then I
might get a sense that communication is not working.

Researcher:

So his role is to support and make sure that he gets all the
information so he can remain actively involved. Anything else?

Therapist:

No, I guess that’s right.
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Stages Associated with Adjusting to Chiles Diagnosis

G. Family Interview

Researcher:

Mr.G, thanks for taking the time to meet with me. I’d like to begin
by explaining to you the purpose of these interviews. Essentially I
am trying to get a sense, to understand what the experience of El is
like from the perspective of the families who are receiving the
service as well as the professionals who deliver the service. As you
know, I have been meeting with your wife and following my
meeting with her, I give a copy of the transcript to Fran, and then
when I meet with Fran, I give a copy of that transcript to you. The
last time I met with your wife she was talking about how different it
was for each of you when you first learned of your son’s condition.

Mr.G:

Yes that’s right, we have already run into that a few times.

Researcher:

So I was curious and would like to understand how you would
describe the process by which the two of you adjusted to S’s
condition?

Mr. G:

There wasn’t any as far as I’m concerned, the process was, there
was nothing. In fact, when you were just saying that I think that’s a
hell of an idea, having a clinician or someone. As far as I’m
concerned nothing from El as far as parental support. The one
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thing they did give us was a couple of names of parents with
children with similar disabilities and left it to us to contact them if
we wanted to get together and talk and say how do you do this and
that. As far as, well there are obvious things that can happen in a
family with someone like S. There are some pressures that your
not going to necessarily have without disabilities and I’m actually
wondering how much good its (El) is doing S (son) right now.

Researcher:

So I hear you saying that there are pressures your family
experienced and you implied there are adjustments parents must
make; however I’m not clear if your saying you have adjusted to
your sons diagnosis and exactly where you think you are.

Mr. G:

Well initially I wanted answers, that’s what I wanted, that’s the
black and white I guess, that’s what my wife means. To me, if this
was the first ever case like my sons then why aren’t doctors from
everywhere coming to investigate this. You know I don’t think this
is that much of a unique thing all I wanted was to know, to give me
a few examples of this particular case so that I can see what it is.
If it was a syndrome, I would have all sorts of resources to do and
look at and read about, to see what sort of problems they may have
with heart conditions they may have. ’Those things that have been
documented and this is not necessarily going to happen, but here is
what you have to look forward to." They couldn’t give me any of
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that. That’s what I mean by answers. I don’t want to know exactly
what he’s going to be doing when he’s ten, but they can give me
some idea.

Researcher:

So what I hear you saying is that when you first learned about S
(son) dx, you need answers and when you don’t get them that slows
down the process of adjustment.

Mr. G:

Yeah, as far as the problem goes, he’s obviously different. I mean
that’s the one thing they will tell me. All kids are different, big
deal, I already know that. What they will say when they come here,
I mean Fran comes here once a week and my wife goes to the
group each week, and Fran (El professional) Professional) doesn’t
talk much, she’s kinda quiet. I mean he seems to be walking a
little better this week, he’s crawling a little better. Every once and
a while he has an evaluation and OK he’s at this level and for this
and this level for that. What does this all mean? Do you see him
slowing down, or picking up in any range. Those are the kinds of
questions they don’t seem to want to answer.

Researcher:

So in terms of you adjusting to sons condition, you have tried to
deal with it by getting as much information as you can, and you
have been feeling frustrated with the lack of information you have
been getting.
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Mr. G:

Exactly.

Researcher:

On the other hand, Mrs. G, you say?

Mrs. G:

Everyday, I have to, Fm with him every day so I’m trying to get him
to do the best he can, so I’m not, everybody I ask doesn’t have
answers, and I don’t expect S (son)to be a brain, I mean I don’t
know what to expect from him, he’s going to decide that?

Researcher:

So in terms of adjustment, your way of dealing with all the
questions that your husband has is by your dealing with your son
every day. Helping him to reach his potential gives you a way to
help your adjustment.

Mrs. G:

Yes.

Interview with G. Family El Therapist

Researcher:

During our last meeting you said that If I were asking you the same
questions about different types of families the conversations might
be quite different. One of the things I have heard parents talk
about is a sense that they go through a series of stages in terms of
their adjustment. What is you sense of that?
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Therapist:

Well I think that true. Usually when a family first learns about
their child’s diagnosis, they are very confused, they don’t know
where to turn. They are referred to El usually after they have seen
many other specialists. At this point, they can still be quite
confused about what’s going on. So the beginning stage, at least
from my perspective, is their learning what El’s about and learning
how do identify their child’s strengths and weaknesses. I think once
they do this, it is much easier for them to begin to make an
adjustment.

Researcher:

What to you mean?

Therapist:

Well, if they have no way of assessing their child’s growth, it can be
very confusing. With some way of assessing what the child is going
through it can give them hope

Researcher:

Do you make a distinction between fathers and mothers?

Therapist:

I usually don’t because most of my contact is with the mothers, but
I realize there may be some differences.

Researcher:

So even though there may be some differences, there is no way that
you distinguish them at this time.

Therapist:

Right.
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Researcher:

Do you think about the stages in any formal way, what part does it
play in you treatment delivery?

Therapist:

I’m not sure I understand.

Researcher:

Well you first started working with the G’s you spent time with
bother but you didn’t spend time with dad. So how do you know if
he has adjusted to the diagnosis?

Therapist:

I don’t, again I rely on my communication with the mother.

Interview with A. Family

Mr. A:

When you look at it objectively, not clouded with frustrations, that
helps families deal with it.

Researcher:

Frustrations with?

Mrs. G:

Well how to handle what happened, what happened you know. I
still have nightmares about it. I wasn’t angry at first, I mean I was
but I was more, more worried, but you know everything is settling
down now. She’s getting a little older and now that I see that she’s
not doing things that she ought to do, I worry about it. At first she
was just a newborn so it was ok that she just lay there, but now that
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she is getting older and I see that she is not doing things that she
should, I get worried and frustrated and then I start thinking about,
"It didn’t have to happen, it shouldn’t have happened. If this had
happened then we wouldn’t need this. If this had happened we
wouldn’t need Early Intervention, so on and so forth."

Research:

So do you think that what you describe is a common reaction for
families, this period of working through feelings, adjusting?

Mr. A:

I think once the initial trauma, not only for her (daughter) but for
the whole family is over, you start having all the myriads of
different feelings that kinda have been held down, the anger.

Mrs. A:

It would be one thing if it was an accident like she was a preemie.
You know born too early, you know something like that

Researcher:

You mean if there was some clearly definable reason for the
problem?

Mr. A:

Yes, it would be easier to accept, if she was born at six months
rather then full term or something like that. But what happened
could have been prevented where preemies can’t. That’s been our
experience anyway, since that was what we were exposed to in the
hospital was mostly preemies but there is alot more than that.
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Mrs. A:

Yeah right, but she’s not, its something completely different and it
should have been prevented.

Researcher:

That must be very frustrating. So there are stages, you seem to be
saying that families go through initially, the shock and frustration
and the myriad of feelings that you talked about.

Mr. A:

Yeah you’re just trying to survive at that point in time, your not
really analyzing a whole lot of it, you’re just getting through all of
those things. And then when you start to settle down a little bit
and start getting into a routine and trying to make some normal
semblance of life at that point in time, you start to bring up and go
over each of those feelings. That’s what I have been doing, it
hasn’t been easy in the past few weeks.

Mrs. G:

I have been doing the same thing.

Researcher:

So you both go through this at the same time?

Mrs. A:

I don’t think we talked about it to each other.

Mr. A:

We haven’t talked a whole lot about it up until last night we just
started talking about it. I just opened up and started talking to her
about it.
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Interview with A. Family El Therapist

Researcher:

So when you mentioned the A’s you said she was beginning to
realize that things were more long term then they had anticipated.
Is that a common thing, that parents, for whatever reason, don’t get
it?

Therapist:

Yes, they , it can be too painful for them to even think about whey
they deny it a bit that there is going to be an ongoing problem.
But for many parents they have friends who have kids and its hard
when you compare your child to others not to notice the difference.
That’s the one thing that Mrs. A notices a lot, that J is not sitting
independently. But the bigger fear is the cognitive skills and that is
hard to measure at this point because some of it requires motor
skills to demonstrate.

Researcher:

So there are periods of, its seems that there is a period of
adjustment that families go through, as you know from the
transcripts. The A’s talked about his a lot, you know their
adjustment to their daughters diagnosis. Is that something that you
take into account when you provide services?

Therapist:

I guess, I mean its definitely something that I think about and
sometimes I feel like I am trying to protect the parents and I think
we do when we write the reports, making them positive. Saying
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what the baby is doing or the child is doing rather then what the
child is not doing that he should be doing at a certain stage.
Maybe a way of expressing it or wording it is then talking in more
general terms like, a child at this age will typically do, or more
characteristically do.

Researcher:

So in terms of you thinking about periods of adjustments families
go through, it sounds like your saying you do think about them but
I am unclear how it impact you delivery of service.

Therapist:

Well I think in the beginning I am more protective and I guess as
they get more comfortable I am more clear.

Researcher:

Do you make any distinctions between fathers and mothers
adjustment?

Therapist:

A good question, but no, at this time I don’t, yet I realize that it
must be different for both parents.

Interview with S. Family

Researcher:

Since I have been meeting with families, doing this research, many
of them have talked about a sense of a feeling of going through a
period of adjustment when you first get the news of your child’s dx.
What do you think of that?
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Mrs. S:

Well it was different for us. Since we adopted C (son) we knew
most of his problems going in. So I guess there was no surprises.

Mr. S:

But it does take some time to get use to all the services and where
to go and things like that. C (son) needs a lot of help and that
means a lot of professionals.

Researcher:

So are you saying that even though you knew about C’s condition
you went through a period of adjustment?

Mr. S:

Yes, at first it was pretty confusing. Although the doctor told us
what was wrong with C (son), I had never seen any child like that.
So there was what the doctor said and then there was C.

Mrs. S:

Yeah, it wasn’t exactly like he said, but it was close so I guess in
the beginning it was trying to understand all, what a
developmentally delayed child looks like. He was also hyperactive
and he rocked a lot. So we had to get use to that.

Researcher:

How did you do that?

Mrs. S:

Well Kay and El were very helpful, they always gave us
information, things to read when they came. Some of it described
C (son) perfectly. That was a big help.

103

Mr. S:

So the first part was confusing and then we got information and so
it began to get easier.

Researcher:

So what comes next after it gets easier?

Mrs. S:

Well, it’s not a short term thing, it takes a long time. I guess what
comes next is understanding that it’s a long process.

Mr. S:

Yeah we’re in it for the long haul. That seems important to me.
As a father, I know I want things for my son but I have to be
patient.

Researcher:

So the first step is confusion and then you get information and then
it starts to get better. And then you realize that it’s a long haul, a
process that you have to get used to. Is that right? Anything else?

Mr. S:

No that’s right.

Mrs. S:

Yeah, that’s sounds right to me.

Interview with S. Family El Therapist

Researcher:

Earlier you were talking about the mother who doesn’t dress when
she was depressed. It made me think about what many families
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talk about as the process they go through in adjusting to their
child’s diagnosis. The S family talked about some of that, you read
it in the transcript.

Therapist:

Yeah.

Researcher:

Is that something you think about when you are dealing with the S,
or with other families you work with?

Therapist:

Well I know that acceptance is an important piece. I know with
the S family, the need for them to simply accept that C (son) has
special needs was very important and taking our help as help and
not criticism. I think at different stages Mrs. S could not hear what
I was saying because she really hadn’t accepted that C (son) had
some special needs. She would say to me " I’ve never had to do
this before” I could tell things were tough for her and she didn’t
want to show how tough things were.

Researcher:

So the initial stage has to do with being reluctant to acknowledge
that C (son) has a problem. As a result of that fact you felt that
she had to keep her distance.

Therapist:

Right, right, and now there is another person involved and things
have changed dramatically, that has all changed. I think that now,
as a result of occupational therapy, Mrs. S has a better idea of C’s
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(son) needs and what part she plays in taking care of it. Maybe
that first stage is denial. Some of the families I work with whose
children are cognitively delayed, like a mother I work with, after
the child is 3 months old, is beginning to realize that the reason she
is here is because he is cognitively delayed. She didn’t want to hear
it. Her own adjustment to the news was just stopping her from
understanding what it all means.

Researcher:

So the first stage is denial, then the family begins to accept the
diagnosis and then can figure out what part they play in child’s care
and development.

Therapist:

Yes, that’s right.

Researcher:

So do you think formally about stages in the delivery of service
when you are working with a family?

Therapist:

No, no really, but I think it must be important.
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What Families do with Stress

G. Family Interview

Researcher:

There are different roles that Fran seems to play, many things, her
role changes. What are the different roles that you see Fran as
playing for you and your family?

Mrs. G:

She’s a counselor, she’s the baby’s therapist. Someone I can
bounce ideas off, sort of a friend.

Researcher:

When you say counselor, what do you mean?

Mrs. G:

Well, counseling like I have things that I am concerned about, or
concerns about how my two sons interact, when I talk to her it
gives me a different point of view.

Researcher:

In the more generic sense, people talk of counseling in terms of
dealing with feelings of stress. Is that a role she plays?

Mrs. G:

No, usually, I just pass that by my friends.

Researcher:

So you do that somewhere else?
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Mrs. G:

Unless she’s here when S is in one of his moods. Then she sees
stress and then she may say something, like she may go through it
with her child, that’s more the friend aspect.

From later i

Researcher:

with husband

So in terms of dealing with S’s (son) condition, you (Mr. G) have
tried to deal with it by getting as much information as you can, and
you have been feeling frustrated with that. Is that one of the ways
you deal with your feelings about what’s going on?

Mr. G:

Exactly.

Researcher:

And on the on the other hand Mrs. G, you have dealt with this by
dealing with you feelings in a different way.

Mrs. G:

Every day, I have to, I’m with him every day, so I’m trying to get
him to do the best that he can do, so I’m not, everybody I ask
doesn’t have answers, and I don’t expect S (son) to be a brain, I
mean I don’t know what to expect, S will dictate that.

Mr. G:

Well that’s true to a point but I can’t say, I mean I’m a fixit man, I
have been working in computers for fifteen years. My job is, if
there is a problem, if something is broken, or if you can’t fix it,
understand why. I mean, if you don’t know if that has something to
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do with it or not but I mean, how do I know there isn’t some
medication or some treatment that’s been done somewhere else
that these people don’t know about. How do I know that? I don’t
know that. If I knew something about his condition, a name.
What they call it or what the developmental line may look like, I
might be able to go somewhere different and get some information,
or find something that’s similar, and maybe that’s, its like someone
who is severely retarded, they put him with severely retarded
people and they end up severely retarded for the rest of their life.
If they are not classified, the mother or father says, your not going
to do this to my kid, and the kid ends up normal. I mean does that
ever happen? That’s what I’m saying, why should I just listen to just
what these people say. Don’t worry about black and white, just go
along day by day and that’s it. Just mellow out, he’s going to do
what he’s going to do and that’s it. If I was sure that there was
nothing that can be done and that we are doing all the correct
things we can, then I would say fine, but I’m not sure of that
because I don’t have all the information.

Researcher:

So I hear you saying that the way you deal with your feelings about
what’s going on with S (son), is to try and get information, the
more information the better.

Mr. G:

Yeah, that’s right.
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Researcher:

And how do you think that is addressed in El, I mean how your
particular way of dealing with stress is addressed?

Mr. G:

It isn’t, it doesn’t happen. We talked about this before, I get
nothing from El in terms of information, I find if very frustrating.

Researcher:

So if you don’t get to deal with these feelings with El, where do
you, I mean how do you deal with them?

Mr. G:

Well I get as much information as I can on my own. I butt heads
with my wife, she mentioned that earlier, I guess that’s one of the
ways we deal with it.

Researcher:

So you don’t see this as part of the El role?

Mr. G:

I never did understand that.

Interview with G. Family El Therapist

Researcher:

Does that become an issue when parents don’t work together?

Therapist:

No, that hasn’t become an issue for me.
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Researcher:

Have there been cases that you recognized as more family
dynamics. A time when you felt you should be looking more
closely at what is happening between the family.

Therapist:

No I haven’t had that, I try to stay focused on the child.

Researcher:

So if those kind of issues were to occur, I’m wondering what would
be the kinds of things you would see, and what would you do?

Therapist:

So in that case, I would bring it back to the team.

Researcher:

And what would you expect to happen?

Therapist:

I expect that I would get suggestions about how to work with them
with whatever problems arise.

Researcher:

So if I hear you, you don’t necessarily deal with couple dynamics,
since you don’t consider yourself a counselor, you would bring these
issues back to the team. Is that right?

Therapist:

Yes that’s right.
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Interview with A. Family:

Researcher:

(restating) So one of the ways that Mary supports you is about
helping you when your having feelings that seem out of proportion
with what’s going on, she helps you by talking to you by giving you
the facts.

Mrs. A:

Yes.

Researcher:

So what’s the difference between what Mary does and what a
counselor does?

Mrs. A:

Well she wasn’t really helping me with my feelings, she was just
helping me with J (daughter), which helps me with my feelings.
She didn’t really help me with my feelings, I just talked to her
about Jenny, and I kinda hold my feelings in. I guess I was telling
you what I was thinking. But she helps me with J.

Researcher:

So I wonder. Is there a place for feelings in El?

Mrs. A:

Not too much. I talk a little, but not too much, not a whole lot. I
try to concentrate on J. and skip over me. I don’t feel that she is
here for me, she is here for J. I don’t want her to think that she is
has to be my psychiatrist as well as J’s (daughter) therapist.
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Researcher:

Where did you learn that?

Mrs. A:

I didn’t get that from her.

Researcher:

That’s something you interpreted?

Mrs. A:

Right.

From later interview with Couple

Mrs. A:

(Responding to question about her interpretation of what to do
with feelings) I didn’t, nobody told me that, that’s mine, I figured
she was there for J (daughter) and to help J with her needs.

Mr. A:

And to answer any questions we may have referring back to our
daughter. Possible future care, possible exercises that we can do.
She can be a source of information that way, but not, I was under
the understanding the same understanding. If we had problems,
that’s something C (wife) and I would deal with and possible down
the road, if we couldn’t deal with it seek professional counseling

Researcher:

So when you thing about El you don’t see El as the place where
you would deal with those kinds of things.

Mrs. A:

Right.
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Mr. A:

No, not really, not yet.

Mrs. A:

I’d rather keep that separate, like B (husband) said.

Interview with A. Family El Therapist

Researcher:

I’d like to follow up our last meeting with some more questions
about some things that I was unclear about. You talked about
supporting families. Could you say what are the different ways that
you support families.

Therapist:

I will go with her for doctor visits, the regular weekly home visits,
not only do I work with the children but I think its nice just to have
a chance to talk with the parents, or usually the mother, about what
else might be going on, just someone to talk to.

Researcher:

So your talking about other things, not just the child at risk, other
issues?

Therapist:

Sure, one thing I think of specifically is siblings. You know it’s
typical for siblings to be jealous of a new baby, and sometimes just
being aware that he isn’t any different that any child would be
when a new sibling comes into a family.

114

Researcher:

That’s similar to family therapy, or for that matter many therapies
where the therapist might be dealing with many kinds of issues. Do
you make a distinction between what you do and what a
psychotherapist does, dealing with feelings, are the roles similar?

Therapist:

I think it’s not similar, but there are many things that may be going
on in the home, perhaps my going into the home, I can be
reassuring that yes, what you see is true and, but also it isn’t
unusual. And then there might be suggestions about how to handle
it and, if it seems appropriate, if the problems are persisting and
becoming more of a concern, at that point suggesting professional
counseling.

Therapist:

Yeah it’s a family focus.

Researcher:

So if mom is anxious, that’s something you would talk about?

Therapist:

Hopefully, and I find usually, indeed.

Researcher:

So she uses you as someone may use a counselor?

Therapist:

Probably, I hesitate saying that, cause, certainly I don’t consider
myself a professional counselor. But a nursing role has always
included this kind of thing, and I think nurses are becoming more
aware of that part of nursing.
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Researcher:

So I hear you saying that in El particularly, that role become
blurred, whether your being the nurse of family counselor, they all
seem to mesh.

Therapist:

Yes, we have to be aware of what we are doing.

Interview with S. Family

Researcher:

So, do you deal with feelings when you deal with Kay, or just C’s
behavior. For example in talking to some of the other families,
let’s say a child who is in El sometimes can produce a fair amount
of stress which can be frustrating, you know dealing with the many
issues, the developmental delays. For some parents that can be
difficult. Do you ever deal with this frustration when you dealing
with El.

Mrs. S:

Yes, sometimes I do.

Researcher:

And how does, what part do feelings play in El?

Mrs. S:

I think it plays quite a bit because I think a lot of times, of course
it’s different in our house with our business in the home.
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Later in interview

Researcher:

So I’m confused. You were saying what part feeling play, where do
they fit in?

Mrs. S:

Well what I was saying is that having a business at home can be
pretty hectic. The phone can be ringing off the hook, sometimes I
can’t just stop and pay attention just to the kids. I think Kay pays
attention to that and sometimes she talks about it.

Researcher:

So these are not necessarily feelings about C (son). They are
feelings that you as an adult are having.

Mrs. S:

Yeah and they can sometimes get in the way, so I think Kay thinks
about that and is always paying attention and reminding us to pay
attention.

Researcher:

Mr. S, would you add or change anything?

Mr. S:

No, I agree. Kay also gives us readings about what it’s like for
other parents, so when you read it you understand you’re not alone.

Researcher:

So you agree that feelings are important and you feel that Kay
works at identifying problem areas, even if they are not about C.
Anything else?
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Mr. S:

No.

Interview with S. Family El Therapist

Researcher:

What part do feelings play in the work you do as an educator. I
know that the things you look at are very specific the S’s talk about
that: The climbing of the stairs, his attention, those are very specific
kinds of things. I’m wondering what part do you see that the
feelings of the family play in all of this. Is that an area that you
address?

Therapist:

I’ve tried a little bit. A few weeks ago I met with the mother when
the son was sleeping and we had, I was just there a couple of hours
actually. We didn’t plan that but it just happened to end up that
way, it was a long talk. And I was concerned about M (mother),
just that I see just how very busy this family is and I was, you know,
I asked her if there was somebody that she can talk to about these
things, you know if she gets out by herself, and if her husband gets
time to himself. And there have been times that she’s doing a good
job and I don’t know how she can keep up with all those things.
And just to let her know that I see C (son) is a lot. He has a lot of
needs.
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Researcher:

So you see, as an educator, part of your role is to address those
feelings, or is you role separate?

Therapist:

I would like it to be part of my job because that has a lot to do
with their motivation to be helping C, and the way they see things.
M (mother) really stresses to me that having a business in the
home is a lot of responsibility. I thought I understood that but it
helped me to understand more. To look at it more the way they
see it. This is their life and they need to work on it in their own
way.

Researcher:

So let me ask you, what’s the difference between what you do and a
counselor, or maybe I should say, is there a difference?

Therapist:

I don’t think so, I think its really related. And that’s why my
position is a lot of counseling. It could be if people wanted it.

Researcher:

And so when you are identifying your role in the early stages is that
stated to the family that way, "I’m here not just for C but also here
as a counselor." Is that stated?

Therapist:

I guess it grows. Going through all this is helping me to think how
I can better do that, provide for the families.
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Understanding of Individualized Family Service Plan

G. Family Interview

Researcher:

The last time we talked there was several terms you used. You
talked about different kinds of paper work and I was wondering if
you could say something about what are the different kinds of
paper work that your referring to?

Mrs. G:

Well the IF....what ever it is.

Researcher:

The IFSP?

Mrs. G:

Right, that was here for a while, basically that was the only paper
work that has been here and um, then there was some insurance
stuff.

Researcher:

So, the IFSP, what is that?

Mrs. G:

It was, it’s like the basis that we have to follow what Fran and I
agree on, steps, the next set of steps that S (son) should be taking
and short term steps as opposed to, like what do we want him to do
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until he is three. So basically what we want him to do is that he
can develop himself so that he can walk and that’s what we are
working on and that’s what we put down.

Researcher:

So those are created between you and Fran and is that something
that is left with you?

Mrs. G:

Yes, something that I look over.

Researcher:

And does your husband participate?

Mrs. G:

Yes, he looks it over to and I say "is there anything specific you
want to put in here" and then he will suggest stuff and I bring it to
Fran and actually we sat down and filled it out together.

Researcher:

You and Fran?

Mrs. G:

Right, after I talked to my husband.

Researcher:

It sounds like the IFSP means to involve the whole family?

Mrs. G:

Right, that’s right, and then once we get S (son) walking then we
will determine what the next thing is and work that out. But every
week my husband has things to say. He will say, you know "what
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did S learn today, that did Fran tell you to do." So I always have
some background for him to bring to her, so there’s always
communication indirectly.

Researcher:

You’re the conduit?

Mrs. G:

Yeah.

From Later Interview with Husband

Researcher:

So that’s interesting, I know that El has made a change now from
what used to be called the Individual Service Plan, IEP, now they
talk about Individual Family Service Plans. Your wife talked about
it last time. She said it the basis of what El focuses on right now,
identifies goals.

Mr. G:

For the kids, for the kids.

Researcher:

Well, what is your understanding of the IFSP?

Mr. G:

Why, why does this sound strange?

Mrs. G:

They asked you to read the paper !

Mr. G:

Yeah.
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Mrs. G:

They asked what kind of support you had within the family,
specifically, what kind of support outside of the family. Do you
think you need help in those areas. You filled that out M
(husband) !

Mr. G:

Yeah but that didn’t have anything to do with us, that was all
whether we thought the environment for S (son) was gonna be
beneficial for his physical development and his speech development.

Mrs. G:

No no, they asked you, you could circle 1, 2, or 3 or 5, I mean you
did it!

Mr. G:

What did I write on that, do you have a copy?

Mrs. G:

I don’t remember.

Mr. G:

Well one of the things I wrote on that sheet was that I wanted
more information about his specific problem or where I could get
it, and I got nothing.

Researcher:

So you thought the IFSP has only to do with your child, rather then
with your needs or you wife needs and what you do remember,
asking for more information, you got nothing. Is that your
understanding of the IFSP? Anything else?
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Mr. G:

Yeah that’s my understanding and I got that understanding from my
getting nothing.

Interview wi i G. Family El Therapist

Researcher:

Could you describe the paper work that is involved, is it
cumbersome?

Therapist:

No, the referral comes in over the phone and we have certain
sheets we fill out and then it comes to the staff meeting and we go
over it, Linda (director) is usually the first person to go out for the
intake and describes the program to the family on the first visit.
The second visit she usually goes out with someone else
appropriate on the team to do an initial assessment. The
assessment is written up and is given to the family and then there is
the IFSP.

Researcher:

IFSP.

Therapist:

Individualized family service plan.

Researcher:

The IFSP is relatively new to El. Could you describe what it is and
how you get the family involved.
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Therapist:

I have only done a few and what I have done so far has been to
give it to the family, the paper work between visits, so they have a
good week to look at it between visits. When I give it to them I
explain to them what has to happen, throw out some ideas for them
to thing about in terms of goals and when I come back the
following week we usually take out the paper work. They need to
talk about their child’s strengths and weaknesses and the family
strengths and weaknesses, and from that we try to come up with
some goals together, short term goals, what they want for their
child now. It changes with the child.

Researcher:

And what’s your sense of how that process works. Is it more
difficult then the old IEP?

Therapist:

Actually I think its easier for me, I think its harder for families. I
think the families I work with feel put on the spot to come up with
some goals.

Researcher:

You talk about family strengths and weaknesses I’m curious how
you assess that.

Therapist:

We don’t we let them do that. We have some surveys that they can
fill out to help them focus their ideas to see where their strengths
might be on paper.
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Researcher:

So how do you know if the checklist was filled out by a mother
rather then the couple?

Therapist:

We don’t, people do it differently. I usually take the surveys out,
the IFSP information on one visit. I explain it and then let them
keep it for a week, hoping that if they have it for a week at home
and the husband can get involved.

Researcher:

So when you go back do you ask if the husband was involved?

Therapist:

No, usually no, that would be a good question that we should
probably ask.

Researcher:

So the EFSP is a paper that assesses the family strengths and
weakness. It is meant to be filled out by the couple but currently
there is no way to really know if that’s happening. The IFSP helps
families to identify areas they may need help with. Is that right,
anything else?

Therapist:

No.

A. Family Interview

Researcher:

During our last meeting you talked about the IFSP, about how it
measures family resources as well as weaknesses. I’m still not
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completely clear about what you understanding is of the IFSP.
What exactly do you understand it to be?

Mrs. A:

Well, I know it’s something that the state requires. Mary comes
and during the initial meeting, after the assessment we discussed
what we wanted for J (daughter). The IFSP is a list of the things
we discussed, you know, we want her to be able to eat better, to sit
by herself, that kind of thing.

Researcher:

So the IFSP is a document that you fill out with Mary. Are you
involved in the creation of it Mr. A?

Mr. A:

Well, I don’t exactly remember the IFSP, there has been so much
paper work, but C (wife) and I discussed everything so if I wasn’t
there I’m sure I heard about it from her.

Researcher:

So your wife said the IFSP focuses on your child but she also
mentioned assessing family strengths and weaknesses so how does it
exactly involve the family?

Mr. A:

Well it involves the family, I think it tries to help us, the family to
look at the problem objectively without the frustration. I know C
(wife) and I have felt a lot of that lately in the past few weeks.
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Researcher:

So the IFSP helps the family to look at the problem objectively.
You mentioned your frustrations. Is the IFSP a place where you
deal with that?

Mr. A:

I don’t think so, not yet. I think its more for our daughter, it’s not
a place for us to deal with our feelings. If we need that, I’m sure
Mary would help us to find someone.

Researcher:

So the IFSP is a paper that describes goals for your daughter and
describes how and in what way you will go about trying to reach
those goals. It’s not necessarily a place where you identify
problems you as a couple might be having, problems with
frustration. Is that right?

Mr. A:

Yeah that’s it.

Mrs. A:

Yes and we review it every so many months, I think every six
months.

Researcher:

Anything else about the IFSP?

Mr. A:

No.

Mrs. A:

Not that I can think of.

128

Interview with A, Family El Therapist

Researcher:

So you said that even though El is thought of and discussed as a
family oriented service, the number of father’s you work with is
limited. And even though they are mentioned on the IFSP your
contact with them is also limited. So with that in mind, could you
say what you understanding of the IFSP is?

Therapist:

Well once the assessment is done, and on the IFSP the way it
comes up now, there is a goal, or the need of the child. And we
discuss who is going to be working on that goal, and the usual one
is the Mom. The IFSP also establishes priorities and describes how
we will reach these goals.

Researcher:

So that is discussed with the family?

Therapist:

Ideally, in the literature you will see a description the mother and
father doing the same activity, but it is often the mother, fathers
are often not available to participate as actively.

Researcher:

So the IFSP is a plan that outlines goals and describes who is going
to be working on those goals. And in the write up it doesn’t make
any distinctions between father and mother, although your saying in
reality, it’s often the mother.
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Therapist:

Yes and that can lead to some problems sometimes, where one
parent won t be aware of something that we are trying to
accomplish and consequently not be as invested in.

Researcher:

When you talked about family strengths and resources, does the
IFSP address obstacles the couple may have, like communication
problems or frustration?

Therapist:

Well, yes, the IFSP is meant to address the child’s needs within the
context of the family. Family frustrations may be included under
an area of need identified by the family. So in that case I could
suggest some professional counseling.

Researcher:

Do you identify that as a possibility when the family is doing the
IFSP?

Therapist:

Yea, I think so, and during my visits with them I always remind
them not to hesitate if they need help in that area.

Researcher:

So the IFSP is a document that ideally is created by the family but
frequently you don’t actually see that happen. You often leave it
with the mother, who you have the most contact with and then you
review it with her the following week. The IFSP outlines goals and
describes who will work on those goals and the family can also say
what areas they might need help with. Is that about it?
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Therapist:

Yes, except it is reviewed every six months so each time we can
make changes based on what is happening.

S. Family Interview

Researcher:

The last time we talked you mentioned the IFSP. Could you say
some more about the IFSP, what is your understanding of the
IFSP?

Mrs. S:

(to husband) Is that what we did?

Mr. S:

Is that what we are doing now with her?

Mrs. S:

What is it? Then I can tell you.

Researcher:

Well the IFSP is done every 6 months or so, usually at the
beginning of service.

Mrs. S:

We just did it.

Research:

So what is your understanding of what it is?
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Mrs. S:

To be able to know what his goals are, what he can do and then
what your goals will be for him, to get him to those goals within a
certain length of time. If there are any other problems he may
have, like C (son) rocks the bed.

Researcher:

So the IFSP is a paper that describes the goals and says how long it
will take to work on them. Do you do this together?

Mr. S:

Well usually I’m not here, but for he first meeting I was so we did
it together.

Researcher:

So what is the point of the IFSP, why do you have it?

Mrs. S:

I’m not really sure, I think it’s required, probably to make sure we
all agree.

Researcher:

So the focus in on C (son), how is it a family plan?

Mrs. S:

Well Kay brings us information that helps us. So one of the things
it does is help us to learn about what’s going on.

Researcher:

Is that something you asked for?

Mrs. S:

No that was from Kay.
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Researcher:

So the IFSP is something that is required, it describes the problems
and says when they will be addressed. And the way its a family
plan is that it helps you (couple) by giving you information if you
need it. And usually, Kay has been the one to identify what some
of those areas are. Is there anything else you would add to your
understanding of the IFSP?

Mrs. S:

No, I guess. I’m not exactly sure about it but it sounds right.

Mr. S:

No.

Researcher:

Thanks, that’s all I have for today.

Interview with S. Family El Therapist

Researcher:

So I’d like to go back to something I’m unclear about. You talked
the last time we met about the IFSP. You said you use it to help
measure progress. Could you say a bit more about your
understanding of the IFSP and how you go about it?

Therapist:

Well the IFSP is a contract between El and the family. It is a tool
to help the family identify what they see as problems, and what
areas they may need some help with. It’s a shift from the old IEP
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to now include a family perspective. What do parents feel is
important. Its a way we stay on track. It’s usually done after the
first assessment. After that the IFSP is created.

Researcher:

How do you do that?

Therapist:

Well I give them the paper work and we go over it, I make some
suggestions about what possible goals might be included and then I
leave it with them so they can discuss it.

Researcher:

So how do you know that its discussed by the couple together?

Therapist:

We don’t. With the S family I felt they did it together since I had
an opportunity to meet with them and explain what it is but
generally since fathers are generally less involved the IFSP is left
with mother and she passes it on to the father. She communicates
to us, his ideas.

Researcher:

So your saying that with the S family, you spent time explaining the
IFSP but in some ways that was unusual. Generally your contact is
limited to the mother.

Therapist:

Yes.
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Researcher:

And you said the IFSP is a document that you use to identify goals
and a plan with the family that outlines how you will help the child.
The IFSP is a way to measure progress and it happens quarterly,
right?

Therapist:

Yes.

Researcher:

And generally, since you have less contact with parents, do you
make any formal distinction between a mothers need and a father’s
need on the IFSP.

Therapist:

No we just talk about the family.

Researcher:

So would you like to add anything else.

Therapist:

No I don’t think so.

Impact of responding to Questions

Interview with G. Family

Researcher:

Well, that’s all for now, before we finish, I’d like to know what you
feel is the impact of my asking you these questions?
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Mr. G:

I don’t know, I guess if you are showing them to Fran and she says
"Oh that’s not true" then that’s going to have an impact on her. If
she sees it differently then I do, that not a problem for me. I guess
the questions will make it easier to recognize that there are
differences.

Researcher:

Mrs. G?

Mrs. G:

Well I’m glad to know that she’s reading it. From what I read, we
seem pretty close so I guess the questions are a way of keeping us
on track.

Interview with G. Family El Therapist

Researcher:

What do you think about these questions that I am asking you?

Therapist:

Some of them I find hard to answer, I’m not sure we are thinking
in the same terms.

Researcher:

Can you say which questions?

Therapist:

Probably when you talked about psychosocial issues.
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Researcher:

Well I guess, this question is more general, like what is your
reaction when I ask you these questions, what happens, if anything,
inside you?

Therapist:

Well they bring me back to thinking about what I’m doing, looking
more closely.

Researcher:

Anything else?

Therapist:

No, I don’t think so.

Interview with A. Family

Researcher:

You have been responding to a lot of my questions, what has the
process been like?

Mr. A:

Well, it doesn’t bother me. I’m at the stage right now that I have
to get it all out anyway, so I don’t mind talking about it. If I can
aid other people by my answering some of these questions, then
that will be good.

Researcher:

Mrs. A, what has it been like for you?

Mrs. A:

Well I have enjoyed talking about it. I agree with J (husband) I
feel like it helps me get things off my chest and if it can help the
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program help others that great. I’m also glad to know that Mary is
reading and I know that by reading she can help me do a better job
for my daughter.

Researcher:

I hear both of you say that it is important that you can help each
other, and that the questions also help you to get the story off your
chest, and finally knowing Mary will read what you say, makes you
feel that she will do a better job helping you, is that about right?
Anything else?

Mr. A:

No.

Mrs. A:

No.

Researcher:

Thanks for your time. That’s all for tonight.

Interview with A. Family El Therapist

Researcher:

What do you think of the questions that I’m asking you?

Therapist:

Well I think they are good. They bring back what we are trying to
accomplish, and make me think, are we doing everything we can,
and are we going about it in the right way.
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Researcher:

And how do you think these questions will affect your relationship
with the A’s?

Therapist:

Well I think in a positive way. It’s not only the A’s, I think in just
doing this (responding to questions) I think its bringing about a
greater awareness of needs in general in families.

Interview with S. Family

Researcher:

Before we finish, I’d like to know what it has been like going
through all this responding to these questions?

Mrs. S:

Well I’m glad to participate. I think El has been great for us and if
we can help them do better work then we are glad to help.

Researcher:

So specifically how do you feel your participating has impacted
you?

Mrs. S:

Well I think it shows if there are any disagreements sooner. In our
case I think it shows were on track and El is doing just what they
said they would.

Researcher:

Mr. S?
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Mr. G:

I agree, El has been great for C (son). We are very pleased and I
agree with my wife, that if we can help another family then that’s
great.

Researcher:

So responding to these questions makes you realize that you and El
are on track and that if you were not you would learn about it
sooner. You also feel good that by answering these question you
could also help others. Is that right, anything else?

Mr. S:

No.

Mrs. S:

No, that’s it.

Interview with S. Family Therapist

Researcher:

What would you say is the impact of my asking you these kind of
questions?

Therapist:

Well one thing, it makes me realize that I like my job. I learn a lot
about families I work with, it helps me learn about them, things I
could miss.

Researcher:

What do you mean?
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Therapist:

Well, I don’t often think about my job the way I do when I answer
your questions. It’s nice. It helps me to appreciate the work I do.
When I read the transcripts, I realize that each family is different.
Sometimes they could answer a question different then how I would
have guessed. It makes me realize I don’t know them as well as I
thought. I think that’s a good thing. So the questions open things
up so I can learn more about how the family sees things. Even if
our answers are the same, how they may answer could be different.

Researcher:

So the questions help you to be reflective about your job, it also
helps you to realize what you don’t know about the family and that
is a good thing, anything else?

Therapist:

No, I don’t think so.
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